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Het is onvoorstelbaar hoeveel de wetenschap weet van grote populaties. Het merkwaardige voor 
de patiënten is dat diezelfde arts niets weet van de individuen die de ziekte krijgen, hoeveel moeite 
die ermee zullen hebben, hoeveel verdriet de omstanders zullen krijgen. 
René Gude (‘Sterven is doodeenvoudig. Iedereen kan het.’)
Suffering can be contained within a book, given form and meaning. But in life horror has no more 
form than it does meaning. Horror just is. And while it reigns, it is as if there is nothing in the 
universe that it is not.
Richard Flanagan (‘The narrow road to the deep North’)
Chapter 1
introduction

Prologue
Ms. K., in her mid-sixties, suffers from recurrent bladder cancer. During her last visit 
in the hospital, it appeared that the disease was already in an advanced stage and 
metastasized into the liver, the lungs, and the bones. Her oncologist recently told her 
that recovery was very unlikely and that she would advise her to opt for a palliative 
care approach. Such an approach would focus on preserving her quality of life as long 
as possible by trying to prevent and relieve pain, other physical discomfort, and psy-
chosocial and spiritual problems1. She agreed with her oncologist and discussed her 
future care and treatment plan with the hospital-based palliative care specialists. In 
this discussion the question arose where Ms. K. would like to spend the last phase of 
her life. She immediately responded that home is where her heart is. Her husband is 
at home, as well as her little dog. Moreover, her home contains thirty years of per-
sonal history. She hopes she can stay at home until she dies, but she fears that dying at 
home might be impossible due to all the complex problems that will probably come 
with her physical decline.
This dissertation aims to provide insight into the value of expert audio-visual telecon-
sultation for the delivery of more personalized palliative care at home. In other words: 
to develop, by means of empirical-ethical research, recommendations for the utiliza-
tion of teleconsultation in order to provide Ms. K., and people like her, with more 
opportunities to realize a high-quality last phase of life at home. The project examines 
and reflects on the (normative) experiences of home-based patients in need of palliative 
care with teleconsultation. Moreover, it takes into account the palliative care patient’s 
home care context, the role of teleconsultation technologies in homes and hospital, 
and the working routines of various professionals.
Background
Every year, a lot of people like Ms. K. are in need of palliative care. In 2010, approxi-
mately 108.000 non-sudden deaths occurred in the Netherlands. Of this number, 40.000 
people were dying of cancer, another 38.000 people were dying of cardiovascular 
diseases, and 6400 people of chronic lung diseases (CBS Statistics 2010 in2). The ageing 
of the Dutch population will induce an increase of chronic diseases, such as cancer, 
heart failure, and dementia, and, therefore, a steep rise of non-sudden deaths in the 
nearby future2. This dissertation focuses on an important dimension of the Dutch 
government’s health care policy, namely to provide adequate care for all these people 
at their own homes. This will have to include adequate palliative and end-of-life care 
at home. Adequate palliative care that is delivered at people’s preferred place of care 
is the underlying motive of this dissertation. Even those home-based palliative care 
patientsa who develop complex problems and needs should, somehow, be able to access 
expert palliative care from the home, in addition to the general palliative care mostly 
a With the ‘palliative care patient’ we mean those patients that suffer from a serious, life-
threatening illness (e.g., cancer or severe chronic obstructive lung disease) who receive palliative 
treatment and care. Patients can receive only palliative care treatment and care, but the palliative 
care approach can also be combined with a curative care approach. 
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delivered by primary care physicians, in order to prevent burdensome transitions to 
specialist palliative care facilities and/or hospitals in the last phase of life3,4. Commu-
nication technologies that supply synchronous audio-visual contact are considered 
potential solutions for the transfer of expert palliative care, but the fit of these tech-
nologies in the existing care practices is not yet defined.
Challenges for primary care physicians to realize palliative care at home 
Eighty-three percent of the Dutch population prefers to die at home when confronted 
with advanced cancer5. This is a rather high percentage compared to other European 
countries (e.g., Flanders 72%, Germany 66%, and Portugal 50%)5. Measurements of 
actual cancer home deaths in the Netherlands show that home deaths appeared in 
forty-five percent of advanced cancer cases6. Although these percentages may not be 
directly comparable (due to a lack of registration of preferred place of death during the 
palliative care process7), they expose a trend that a considerable amount of Dutch 
patients with advanced cancer do not and/or cannot realize a wish to die at home. 
Moreover, chances of dying at home steadily decrease for chronically ill patients from 
the age of seventy years and beyond8. In light of ageing societies, it can be expected 
that arranging for a death in preferred surroundings becomes an even bigger task for 
the entire health care system. 
This dissertation builds on the presumption that access to expert palliative care sup-
ports home-based patients in receiving high-quality palliative care and, therefore, also 
in dying at home. Primary care physician who received specific palliative care educa-
tion and training could, of course, deliver such expert palliative care. However, the 
average Dutch primary care physician reported having mainly general knowledge of 
treatment options and limited knowledge and competencies with respect to applying 
specific medical-technical treatments required for complex palliative care9,10. The 
Dutch College of General Practitioners adds that not only the medical-technical but all 
of its members’ palliative care competences are strongly dependent on education, years 
of experience, part-time contracts, and patient populations9,11. Such data imply that a 
substantial part of the primary care physicians are in need of some form of specialized 
support and/or education to provide adequate palliative care to patients that suffer 
from complex problems. In addition, limited recognition and diagnosis of the potential 
seriousness and complexity of palliative care processes could cause badly timed patient 
referrals to hospital-based expert palliative care services or no referrals at all. There-
fore specific collaborations between primary care and expert palliative care, in which 
treatment and care are continuously attuned to the individual patient’s problems and 
needs, have to be explored.
Early steps in the generalist and specialist palliative care integration process
In the Netherlands, most home-based palliative care patients are adequately cared for 
by their primary care physicians. However, patients who suffer from complex problems 
require more integrated generalist and expert palliative care at home12-14. The integra-
tion of different professional palliative care services in the Netherlands is still in an 
incipient stage (Wright et al. in14), which was also noticed at the start of this study in 
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2010 when blueprints on far-reaching integration programs between generalist and 
specialist palliative care were not available.
Being an inceptive form of interprofessional integration, ‘primary care physicians-expert 
palliative care’ consultations already showed some essential barriers to far-reaching 
integration of services. Primary care physicians, for example, mostly consult expert 
palliative care services at the (very) end of life of their patients, thereby focusing 
strongly on medical-technical aspects15-19. Interprofessional consultations do not auto-
matically evoke early integration of multidimensional palliative care at home. Despite 
this narrow use of interprofessional consultation, different collaboration initiatives 
positively impacted patient outcomes such as dyspnea and sleep, anxiety, and spiritual 
problems and needs19-21, improved advance care planning, and reduced urgent care 
visits19-21. The collaborations examined, however, were less favorable to extensive infor-
mation sharing, joint decision making, and interdisciplinary team work in a home 
care culture18-20. Apart from some promising results, current consultations (usually by 
phone) demonstrate shortcomings. Therefore, new services and technologies are needed 
that support continuous care and sharing responsibilities (professional integration), 
and that, at the same time, guarantee a patient and informal caregiver focused perspec-
tive (clinical integration)12,22-25.
Patient and informal caregiver participation in integrated palliative care?
Palliative (home)care demands caregivers to be open to various contexts and care 
practices, and to different patient values and experiences26 in order to guarantee a 
patient-centered, flexible palliative care process. This care is about being attentive to 
the individual patient and to give room to the patient as a person27. Most patients 
desire having a relationship with their doctors and nurses. A relationship that gives 
patients the freedom to decide on treatment and care in line with personal goals and 
values27. Ideally, the patient and his/her informal caregivers are agents in health care 
decision-making processes and advance care planning concerning their own care. 
Integration in palliative (home)care, from a patient perspective, is being able to work 
flexibly with a “pool of professionals” who are all well-informed, aligned, and focused 
on common aims but have their different ways and expertise to solve a variety of 
problems26,27. Such flexible, attuned care will ensure that patient needs are met and 
good patient outcomes realized.
Innovative use of synchronous, audiovisual teleconsultation to align home-based 
patients’ interests with generalist and expert palliative care
As shown above, integration of generalist and expert palliative care to serve home-
based patients is based on communication. This interprofessional communication has 
to focus on medical-technical information, but also on the psycho-social and spiritual 
dimensions of palliative care1. Exploring all dimensions of palliative care is essential 
for understanding patients’ perspectives, contexts, and values; to educate as well as to 
learn from each other, to learn about particular possibilities and to formulate treatment 
and care goals, and to tune different working routines and care cultures. 
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This project’s research group proposed an innovative integrated palliative care service 
centered around synchronous audio-visual teleconsultations between home-based 
palliative care patients, primary care physicians (PCPs), and a hospital-based specialist 
palliative care team (SPCT) to enable such extensive communication between patients 
and different health care professionals, who are usually situated across and bound by 
different geographical locations.
Telehospice and other telecare applications related to palliative care
At the start of this project in 2008/2009, little was known about using audiovisual 
teleconsultation for palliative homecare. A review of the literature confirmed that 
only a limited number of research groups implemented and studied audiovisual tele-
consultation for palliative care28. An extensive US project, the Michigan telehospice 
project (start in 2000), used analog videophones, a combination of a normal telephone 
receiver and a silent video screen, to connect nurses and social workers from the 
Hospice of Michigan with their outpatients29. This telehospice project showed that 
patients appreciated the direct contact with the hospice organization, especially those 
who lived in rural areas. Telehospice proved to reassure patients and family caregiv-
ers, to enable physical and pain assessment, and to provide information and support29. 
Patients did not consider the lack of physical presence a major issue, but part of the 
health care professionals did experience a loss of the “personal touch and hands-on care 
tailored for each individual”30. This loss of physical presence combined with a diminished 
flexibility of the working agenda, and doubts about the perceived convenience for 
vulnerable patients led providers to reject telehospice more than patients did30,31. 
In Canada, research on hospital-home transitions of severely ill children showed that 
extensive monitoring and regular contact through telehomecare improved the quality 
of life of these children as well as reduced the stress of family caregivers by providing 
a sense of security32. In addition, Gagnon et al. concluded, similar to their American 
colleagues, that video visits are a valuable tool to provide palliative care for rural 
populations. Their study’s patients proved to be open to use telehomecare and, and as 
a consequence of telehomecare, intensified relationships between patients and home-
care nurses were observed33. Continuity and closer follow-up care were believed to 
contribute to better quality of care and health care professionals experienced an 
improved trust in relationships with colleagues33.
The Nijmegen palliative care teleconsultation service and its devices
In contrast with the Northern American projects, the teleconsultation service central 
to this dissertation aimed to include both interprofessional communication (‘tele-
medicine’) and patient-professional communication (‘telecare’)34 in order to create a 
high-quality, interdisciplinary palliative care service that would include patients35. 
This Dutch teleconsultation service aimed to digitally connect home-based patients, 
their primary care physicians, and a hospital-based specialist palliative care team 
(Figure 1). During the research period, the teleconsultation technology was employed 
for (bi-)weekly videoconferencing interactions between a hospital-based SPCT and 
palliative care patients living at home. PCPs were invited to attend the teleconsultations 
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at the patient’s home to build the triangular consultation between patient, PCP, and 
SPCT. Easy to use software that adequately supported digital triangular consultations 
at reasonable costs was not available at the start of the study.
In 2011, 95% of the Dutch households had access to the Internet. Dutch citizens most 
frequently use personal computers and laptops to communicate through e-mail, to 
search for online information, and for online banking (CBS Statlineb). At the start of 
this project’s implementation process in 2010, a little less than 60% of the Dutch people 
between 65-75 used the Internet, compared to 75% in 2012. In 2012, the generation 
that will mostly require palliative care in the foreseeable future, those between the 
age of 50 and 65, almost all (95%) had access to the Internet (CBS Statlinec). In conclu-
sion: the Netherlands, of all European countries, is having the best equity of access to 
the Internet, which also leads to a widespread basic Internet knowledge and expertise 
necessary for telecare36. The Internet density and available digital skills will likely 
function as fertile ground for telecare and interprofessional teleconsultation. 
Due to technological progress during our research project, two teleconsultation devices 
were subsequently utilized in this study: 1) a simplified desktop computer called a 
‘Bidibox’ (Focuscura Inc.; Netherlands) and 2) an iPad2 (Apple Inc.; United States). Via 
their home networks, the patients worked either with the videoconferencing software 
developed by Focuscura Inc. or with Facetime to participate in teleconsultations. Encryp-
tion of the digital teleconsultations guaranteed the privacy of health information36.
Methodology: qualitative methods, phenomenology of technology, and ethics
The innovative application of teleconsultation in the practice of palliative homecare 
should be considered “a complex practice still under construction”34. A long-term, 
naturalistic approach is considered essential to study such a complex practice still under 
construction in which patients, informal caregivers, and health care professionals 
continuously try to reshape and refine palliative care at home by means of new com-
munication technologies. A qualitative approach helps to uncover the interactional 
patterns, participants’ continuous adaptations to teleconsultation, as well as unantici-
pated results. The knowledge resulting from a long-term and naturalistic investigation 
could determine how teleconsultation changed the existing palliative homecare, if at 
all34,37. Teleconsultations can be considered crossings where various perspectives and 
actions met, bringing about new perspectives and actions in the home of patients, in 
the primary care practice, and in the hospital37,38. Such an approach implies the use of 
several qualitative methods to follow participants over time to learn about their 
experiences, stories, and practical knowledge34,37. Analyses should lead to a conceptual  
b  http://statline.cbs.nl/StatWeb/publication/?VW=T&DM=SLNL&PA=71102ned&D1=0-3,30-3 
 0-10&D3=0,l&HD=130422-1118&HDR=G2,T&STB=G1
c  http://statline.cbs.nl/Statweb/publication/?DM=SLNL&PA=71098ned&D1=33-133&D2=0-2,5  
 &D3=a&HDR=G1&STB=T,G2&VW=T
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understanding of the practice of teleconsultation in palliative homecare based on 
participant perspectives and experiences, which would enable discussions and nego-
tiations between different professionals37,39.
Philosophy and ethics constitute a conceptual base for the empirical research. The data 
collection and analysis are partly inspired by Don Ihde’s postphenomenology. According 
to this postphenomenological approach, and in line with pragmatismd, people continu-
ously interact with their physical and social environment40. By adding teleconsultation 
to patients’, family caregivers’, and health care professionals’ environments, participants’ 
interactions with these environments will likely change. How teleconsultation tech-
nology shows itself to its participants is highly dependent on how the technology ‘fits’ 
into daily practice: will the technology magnify its users’ worlds without being too 
noticeable? Will physicians, for example, be able to assess a patient’s physical status 
without being too restrained by the use of communication technologies? The question 
of fit is not restricted to these particular embodiment relations alone, but extends 
itself to the question of the ‘fit’ of the teleconsultation technology within existing and 
historically emerged care practices34,40. Ihde and others propose a “concrete empirical 
study of technologies in the plural”, just like this study of teleconsultation technolo-
gies34,40-42. How does a teleconsultation technology, during a palliative care process, 
appears in and impacts relationships between home-based palliative care patients and 
health care professional(s), between different professionals embedded in different care 
cultures, and between all participants and their personal and/or professional environ-
ments34,43?
Central to postphenomenology as well as the applied ethics of technology is Ihde’s 
notion that technology is “non-neutral”. Technology changes people’s perceptions of the 
surrounding world, thereby forcing them, however subtle, to think and act differently38. 
Technologies mediate human (inter)actions38,44. Teleconsultation technologies redefine 
the original situation (e.g., all of a sudden, a hospital-based health care professional is 
virtually present in the living room of a seriously ill patient) and mediate the practical 
options (e.g., a distance diagnosis is made easier due to the addition of vision, but a 
private room to make these diagnoses is no longer available)38,44. Such a magnification/
reduction scheme that is inherent to a technology calls for ethical reflection: if one knows 
how technology mediates the situation and the practical options, what then “ought to 
be done” with this technology? This question gains relevance when it is translated to 
questions on stakeholders, on consequences, and on considerations of the good life44. 
This study aims to explore and describe the normative issues that arise with telecon-
sultation in the practice of palliative homecare, to reflect on them with “common 
moral vocabularies”, and study how these issues are resolved in practice. The normative 
issues and their practical solutions need to be critically evaluated in order to control 
“the normative power of the factual”45. We focus on the question what teleconsulta-
d  Pragmatism is also at the basis of grounded theory.
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tion in palliative care means to the caring relationships between a suffering patient 
and health care professionals, which are considered to be at the heart of palliative care. 
In addition, a description and analysis of normative issues as a consequence of tele-
consultation-induced changes in interprofessional relationships will be given. 
Objectives and research questions
The main objectives of this dissertation were to empirically assess and ethically reflect 
on a) the mediation of ‘patient-primary care-hospital’ relationships by a synchronous, 
audiovisual teleconsultation service and b) the fit of this teleconsultation service in 
a home-based and a hospital-based palliative care practice. Central to these research 
objectives are home-based palliative care patients with complex problems and needs 
– assisted by informal caregivers and their primary care physicians – and hospital-
based specialist palliative care team clinicians. The following research questions were 
formulated as a result of the abovementioned objective: 
1. How does teleconsultation mediate patient-distant palliative care specialist commu-
nication and relationships?
a. What patient-professional communication patterns are central to the practice 
of palliative care?
b. How do participants (palliative care patients with complex problems and needs; 
informal caregivers; primary care physicians; specialist palliative care team clini-
cians) experience this mediation of patient-distant palliative care specialist 
communication and relationships by teleconsultation? 
c. How does teleconsultation technology affect genuine, person-to-person contact 
between patients and professionals, thereby possibly affecting the moral accept-
ability of the teleconsultation service?
2. What is teleconsultation’s impact on the daily (working) routines in the home of a 
seriously ill person, of the primary care practice, and of a hospital-based specialist 
palliative care team?
3. How does teleconsultation impact the integration of primary care and a hospital-
based specialist palliative care team, with a specific focus on teamwork?
4. Whether and how can teleconsultation be transferred from a Western context to 
more isolated palliative care initiatives based in contexts of developing health care? 
The outline of this dissertation
Chapter 2 (addressing research questions 1 and 2) contains a small qualitative study on 
the specialist palliative care team clinicians’ assumptions and wishes concerning the 
use of teleconsultation. This study’s data a) supported further development of the 
teleconsultation service and b) enabled a first philosophical reflection on the assumed 
impact of teleconsultation on the practice of home-based palliative care.
Chapter 3 (addressing research question 1) provides a literature review on patient-health 
care professional communication patterns in palliative care. It describes two dominant 
communication genres used in palliative care, the conversation to connect and the 
conversation to instill realism, and anticipates on future mediation of these genres by 
new communication technologies.
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Chapter 4 (addressing research questions 1 and 2) contains the first part of the qualita-
tive study on teleconsultation in palliative homecare. This article describes the impact 
of teleconsultation technologies on the relationships between home-based palliative 
care patients and hospital-based palliative care specialists in terms of transcendency, 
transparency, and intimacy.
Chapter 5 (addressing research question 3) presents the second part of the qualitative 
study on teleconsultation in palliative homecare. This part focuses on how a telecon-
sultation approach supports integrated palliative care at home and how primary care 
physicians and specialist palliative care clinicians experience this collaboration.
Chapter 6 (addressing research question 4) contains a qualitative field study exploring 
the potential fit of palliative care teleconsultation in an African country, namely 
Nigeria, where poverty, limited access to health care, long distance travelling, and 
different perspectives on good dying make up for a totally different care context. For 
teleconsultation to be sustainable, the utilized technologies and developed services 
have to make sense to societies in general, and local medical practices and communi-
ties in particular. In this qualitative case study we explore whether and how the tele-
consultation technologies and services central to this dissertation could be utilized in 
a Nigerian health care context that is deemed a developing health care context. It pro-
vides context-specific knowledge on Nigerian palliative care communication, caring 
relationships, health care organization, and a perspective on a potential future pallia-
tive care teleconsultation service.
Chapter 7 (addressing research questions 1 and 2) provides an ethical inquiry in what 
the mediation of suffering by real-time audiovisual communication technologies means 
to patients’ ethical appeal to health care professionals. 
Chapter 8 contains conclusions and provides points for discussion.
TeleconsulTATion: enhAncing personAlized pAlliATive cAre AT home16
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Abstract

Background
Audio-visual teleconsultation is expected to help home-based palliative care patients, 
hospital-based palliative care professionals, and family physicians to jointly design 
better, pro-active care. Consensual knowledge of the possibilities and limitations of 
teleconsultation in transmural palliative care is, however, largely lacking.
This paper aims at describing elements of both the physical workplace and the socio-
cultural context of the palliative care practice that are imperative for the use of tele-
consultation technologies.
Methods
A semi-structured expert meeting and qualitative, open interviews were deployed to 
explore professionals’ assumptions and wishes, which are considered to contain latent 
presumptions about the practice’s physical workplace and latent elements of the 
socio-cultural context, regarding (1) the mediating potential of audio-visual telecon-
sultation, (2) how the audio-visual teleconsultations will affect medical practice, and 
(3) the fi nal design and usage of the teleconsultation technology. We used a qualitative 
analysis to investigate how palliative care professionals interpret the teleconsultation 
package in preparation. The analysis entailed open and axial coding techniques belong-
ing to a grounded theory approach.
Results
Respondents assume that: 1. teleconsultation will hinder physical proximity, thereby 
compromising anamnesis and diagnosis of new or acutely ill patients as well as “real 
contact” with the person behind the patient; 2. teleconsultation will help patients 
becoming more of a pivotal fi gure in their own care trajectory; 3. professionals can use 
teleconsultation to keep a fi nger on the pulse; 4. teleconsultations have a healing effect 
of their own due to offered time and digital attention; 5. teleconsultation will open 
up an additional “grey” network outside the hierarchical structures of the established 
chain of transmural palliative care. This network could cause bypassing of caregivers 
and uncertainty about responsibilities; 6. teleconsultations lead to an extended fl ow of 
information which helps palliative care professionals to check the stories of patients 
and other medical specialists.
Conclusions
Professionals assume teleconsultation co-defi nes a new patient–professional relation-
ship by extending hospital-based caregivers’ perceptions of as well as attention for 
their patients. At the cost, however, of clinical and personal connectedness. Secondly, 
a hermeneutics is needed to carefully interpret teleconsultation images. Thirdly, telecon-
sultations transform caregiving cultures as formerly separated care domains collide, 
demanding a redefi nition of roles and responsibilities.
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Background
In their ambition to provide specialized care to palliative care patients who desire to 
stay at home during the final stages of their illness, the staff of the Expertise Center 
for Palliative Care, Nijmegen – a Dutch, hospital-based, interdisciplinary center for 
comprehensive palliative care service1 – decided to explore the possibilities of telecare. 
Telecare is defined as “technical devices and professional practices applied in ‘care at 
a distance’, care that supports chronically ill people living at home”2.
Research about telecare for elderly people and for patients with chronic health con-
ditions such as diabetes, heart disease, and chronic obstructive pulmonary disease 
inspired us to explore telecare within palliative care. In this research, corresponding 
elements of care such as independently “aging in place”, building and maintaining 
meaningful human interactions3, symptom control, and “just-in-time preventive care”4 
proved feasible with telecare. Zooming in on synchronous audio-visual teleconsulta-
tions in the practice of palliative care at home, scarce literature offers some descriptions 
of the expectations of those involved. In two studies, an experienced palliative home 
care nurse, a practicing oncologist, a hospice medical director, and a medical student 
researcher consider 40%5 to 65%6 of palliative care nursing visits potentially deliverable 
via video-visits. Further, representatives of American hospice programs and agencies 
(administrators, nursing supervisors, nurses, and social workers) see telecare offering 
patient assessments and quick responses to acute problems, provided that there is high-
quality video. Telecare would relieve anxiety and contribute to patients’ and families’ 
peace of mind7,8. However, the first two studies5,6 judge that crisis interventions at the 
request of the family cannot be replaced with video-visits. The same applies to visits 
including informal caregivers, medical interventions, or visits for psychosocial support 
care5,6. Moreover, the idea that video-visits should mainly function as an addition to 
already existing caregiving procedures instead of replacing them is also presented7. 
In conclusion, the literature about audio-visual teleconsultations in the practice of 
palliative care at home does not provide consensus about the application and value of 
teleconsultation. This lack of consensus compels us to look for more evidence about 
context-tuned telecare.
In line with Don Ihde’s considerations9,10 about humans adopting new technologies, 
we think that teleconsultation technology is multistable: its eventual appearance and 
function depends on how participants of a particular practice, and in this case, the pal-
liative care practice, adopt this technology in both their particular physical workplace 
(e.g., Internet connections and rooms for private conversations) and in their particular 
socio-cultural context, i.e., their collective normative frameworks and daily routines2,10. 
Whether and how they do this, and whether and how they allow the technology to 
change their existing practice, will eventually define the fit of the technology10.
The purpose of this study was to describe these elements of the physical workplace and 
the socio-cultural context of the palliative care practice, both of which are imperative 
for implementing a teleconsultation technology. We therefore analyzed interviews 
with professionals (respondents) playing different roles in our hospital-based expertise 
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center for palliative care. Each respondent has his/her own expert perspective on the 
future implementation of teleconsultation in daily practice. At the core of these inter-
views are the respondents’ initial assumptions about the intermediate position of 
teleconsultation technology in caregiving as well as their wishes about its design and 
function. These assumptions and wishes contain latent presumptions about the prac-
tice’s physical workplace and latent elements of the socio-cultural context: real and 
relevant presuppositions that define the implementation of teleconsultation. In the 
final section of this paper, we will use, among others, the phenomenology of human-
technology relationships9,10 to broaden our research perspective for an extended follow-
up study of patients’, general practitioners’, and hospital-based palliative care profes-
sionals’ experiences with teleconsultation in the practice of palliative care at home.
We address the following research questions:
1.  What do professionals in a Dutch, interdisciplinary, palliative care center assume 
about the mediating potential of audio-visual teleconsultation before its implemen-
tation?
2.  What do they assume about how the audio-visual teleconsultations will affect their 
current medical practice?
3.  What features do they want to be included in the design and application of the 
teleconsultation technology?
Methods
This study uses qualitative methods based on Glaser and Strauss’ grounded theory11,12. 
A semi-structured expert meeting and qualitative, open interviews with professionals 
in the hospital-based Expertise Center for Palliative Care were deployed in order to 
discover the existing assumptions and wishes about teleconsultation in palliative care. 
We purposefully sampled respondents who will become responsible for implementing 
teleconsultation in their daily working routines. All five respondents were experts in 
palliative care with different professional roles and responsibilities (Table 1). We used 
qualitative analysis, entailing open and axial coding techniques, to investigate the 
Table 1. respondent characteristics
Expert meeting respondents Interviewees
1. Staff/palliative care physician: the head of the expertise 
center for palliative care at radboud university nijmegen 
medical centre; an anesthesiologist–pain physician
2. Staff: the department’s policymaker and assistant  
professor for health care innovations, who coordinates  
the teleconsultation project
3. Palliative care physician: specialist in elderly care
1. Palliative care physician: 
specialist in medical oncology
2. Nurse practitioner palliative 
care: intended teleconsultant
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existing assumptions and desires. We requested the approval of the ethics committee, 
but this was not required because no patients were involved at this stage of research.
Data collection 1 - the expert meeting
In the expert meeting, we discussed the palliative care team’s collective normative 
frameworks, their daily routines, and the potential impact of teleconsultation on 
their daily work with two physicians and a member of staff. The principal investigator 
(JG) was panel chairman during the meeting.
We developed a discussion guide on the basis of an operationalization of the “current 
medical practice of the palliative care center” (RQ2). The guide contained four topics 
for discussion: (1) initial contact with a patient, (2) taking care of a patient in need, 
(3) interacting with family physicians and patients, and (4) being responsive to the 
impending death of a patient. A hypothetical case introduced each topic (Table 2). We 
asked those present to discuss these hypothetical cases. The principal investigator 
used clarifying and probing questions when elements of the discussion were unclear, 
particularly when the discussion touched on mediation of interactions by the future 
teleconsultation technology. The expert meeting took 1 hour. The discussions were audio-
recorded, and the recordings were transcribed verbatim into a 15-page transcript.
Table 2. The expert meeting’s topics of discussion with a short description of their  
hypothetical cases
1. Initial contact  
with a patient 
Referring to RQ1, 2
patient X has now received teleconsultation equipment. he is, so far, 
unknown to the palliative care team. how should a care trajectory with 
this patient start? face to face in real life or on a screen?
2. Taking care of a 
patient in need 
RQ2
patient Y has been in the research project for a few weeks now. her 
condition is rapidly deteriorating. during a teleconsultation, the nurse 
practitioner of the palliative care team is confronted with an urgent 
situation. what should she do? 
should patients be able to initiate contact with the palliative care team 
via teleconsultation?
3. Interacting  
with physicians  
and patients 
RQ2
The family physician, who is the primarily responsible caregiver, decides 
to ignore the advice of the palliative care team. he pursues his own 
treatment plan with the patient. This becomes clear to the palliative  
care team during the next teleconsultation. how should the team react? 
what if the family physician and the palliative care team insist on 
different treatment policies?
4. Being responsive  
to the impending 
death of a patient 
RQ1, 2
patient z is about to die. The palliative care team have had intensive 
contact with her and her family via teleconsultations during the past  
3 months. how should they close this care trajectory?
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Data collection 2 - the interviews
The interviews, following the expert meeting, focused on personal assumptions and 
wishes of the palliative care team members who were about to do their caregiving 
work with the support of teleconsultation. The principal investigator (JG) conducted 
three intensive, in-depth interviews (45-70 minutes), one with the nurse practitioner 
and two with the palliative care physician specialized in medical oncology. JG based his 
initial interview questions on the hypothetical cases; clarifying and probing questions 
followed closely, asking who, how, why, etc. (Table 3). The tentative teleconsultation 
protocol described in the following paragraph was also used as a trigger for conversation 
during the interviews. All interviews were audio-recorded, and later transcribed, partly 
verbatim, to 13 pages of condensed transcript.
Table 3. Two examples of interview topics with initial questions
1. Initial contact  
with a patient
patient X has received teleconsultation equipment. he is still unknown to 
you. how should you start a care trajectory with him? face to face in real 
life or on a screen? 
example of a probing question: what makes you think so?
4. Being responsive 
to the impending 
death of a patient
patient Y is about to die. You have had intensive contact with her and her 
family via video consultations during the last 3 months. how can you 
close this care trajectory appropriately?
Tentative protocol for synchronous, audio-visual teleconsultation in home-based 
palliative care
The Expertise Center for Palliative Care of the Radboud University Nijmegen Medical 
Centre currently explores, within a transmural research project, synchronous, audio-
visual teleconsultation via webcam and iPad. The initial research proposal contained 
a tentative teleconsultation protocol structuring the collaboration between a hospital-
based palliative care center, family physicians, and home-based patients (Figure 1). 
The general aim of this telecare-supported collaboration was, and still is, to jointly 
design pro-active palliative care by combining the expert knowledge of the hospital-
based palliative care specialist, stimulated by the audio-visual conversations with home-
based patients via the teleconsultation technology, with the family physician’s contex-
tual knowledge of the patient, as well as the patient’s expertise of his/her own disease.
The hospital-based palliative care team consists of one nurse practitioner, two nurses, 
and five palliative care physicians who carry out the protocol in different line-ups: one 
nurse practitioner or nurse makes inventories with the patient of his/her symptoms and 
other problems once a week via video conversations, while a palliative care physician 
monitors in the background. The patient’s family physician is expected to be involved 
either by joining the video conversations at the patient’s home or afterwards when the 
nurse practitioner or palliative care physician discuss their findings with the family 
physician.
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Analysis
In line with the guidelines for analysis based on the Grounded theory approach11,12, the 
analysis started with open coding11, also called “initial coding”12. Sticking closely to 
the data12, the principal investigator (JG) ascribed conceptual labels to the text to 
“describe the essence of what is being expressed” by the respondents11. We used 
CAQDAS Atlas.Ti to systemize the analysis.
In the second step of the analysis, we applied a two-fold “constant comparative analy-
sis”11. First, we used two salient elements, mediation (RQ1) and interactions in the current 
medical practice of palliative care (RQ1/2), to broadly categorize the available codes. Second, 
within the boundaries of these broad categories, JG constantly compared incidents 
and accompanying codes to define more specific, substantive categories. He presented 
these categories to the research team as part of peer debriefing. During these com-
parisons, the research questions were at the basis of the analytic gaze as to distinguish 
(a) the respondents’ definition of their current practice of palliative care and (b) the 
respondents’ assumptions about how teleconsultation would affect their own medical 
practice and the practice of palliative care in general. We labeled the newly found 
categories with concepts that were elaborated on in concept-indicator models.
In the third step of the analysis, we focused on similarities and differences when we 
specified relationships between categories. Schematic overviews described the defini-
tion of the practice of palliative care and the assumptions about how teleconsultation 
would affect medical practice as seen from the perspectives of the physicians, mem-
ber of staff, and the nurse practit-ioner. We created schematic overviews to clarify the 
relationship between (a) the definition of the current practice of palliative care, (b) 
teleconsultation, and (c) presumptive future practice of palliative care including tele-
consultation. Figure 2 gives a schematic overview of the analysis.
We took three measures to ensure validity during our analysis, i.e., the extent to which 
the categories correctly represent the phenomenon under study (concept validity) and 
the extent to which the applied procedures provide access to the phenomenon under 
study (internal validity)13. First, as part of the peer debriefing14, co-authors MS, JH, and 
EL repeatedly discussed the coding and categorizing with JG. Second, the interviewer’s 
frequent summaries of respondents’ stories offered the respondents a chance to correct 
their stories immediately. As part of the same respondent validation, the Head of the 
Expertise Center for Palliative Care scrutinized the categories and their mutual relation-
ships after the analysis. Third, we interpreted the findings in the context of current 
theoretical frameworks (see Discussion).
Results
In response to the first research question about the mediating potential of audio-visual 
teleconsultation, the respondents started with describing three types of connectedness 
they experience with their patients. Teleconsultations are supposed to have an impact 
on each of these types of connectedness (Table 4).
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Figure 2. schematic overview of the analysis
1. Open coding
Broad category 1 
mediation: the addition 
of seeing to care at a 
distance
26 codes
3 substantive categories
1. value of seeing 
patients
2. ways of looking at 
patients
3. consequences of 
looking at them via 
teleconsultation
Broad category 2 
interactions between 
palliative care specialists 
and patients
129 codes
3 substantive categories
1. nature of contact 
between the palliative 
care specialist and the 
patient
2. Transparency of the 
palliative care structure 
for patients
3.  expected value of 
teleconsultation for the 
relation between 
palliative care specialist 
and patient
Broad category 3 
interactions between 
palliative care specialists 
and other formal 
caregivers
207 codes
2 substantive categories
1.  relations between 
professional 
caregivers: a chain of 
care
2.  potential effect of 
teleconsultation on 
relations between 
professional caregivers
*14 codes proved irrelevant for answering the research questions and were 
not classified in one of the broad categories.
Rough data: transcriptions of the 
expert meeting and interviews
375 codes*
2. Constant comparative 
analysis – part 1
2. Constant comparative 
analysis – part 2
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Table 4. An overview of the expected mediation of interactions between patient and  
palliative care professionals by teleconsultation
Expected value of teleconsultation for the professional–patient relationship
Types of 
connectedness 
between 
patients and 
professionals
1. Teleconsultation  
complicates 
connectedness 
with patients.
2. Teleconsultation 
redefines the  
position of the 
home-based 
patient for better 
(being in control) 
or for worse 
(bringing the 
hospital into the 
home).
3. Teleconsulta-
tion might be 
an enrichment: 
keeping a finger  
on the pulse.
4. Teleconsulta-
tion has a 
healing effect.
1. Keeping  
in touch
respondent: 
“After i’ve seen 
the patient once, 
the following 
contacts could be 
virtual. But i want  
to look a patient 
in the eye once. 
what one calls 
‘smelled, felt, 
and seen.”
respondent: “well, 
you have to consider 
that demolishing 
barriers in favor of 
patients, by means 
of quick access and 
good, because direct, 
sight…, also has the 
disadvantages of 
[the physician] being 
directly exposed, a 
frustrated chain of 
care, and potential 
hospitalization [of 
the patient].”
respondent: 
“contact alone 
has a healing 
effect.”
2. Clinical 
hands
respondent: 
“But a physical 
examination is 
impossible, as 
you cannot work 
through the 
screen (laughs).”
respondent: 
“…[to prevent] 
patients arriving 
at the hospital 
about whom i 
think: ‘You should 
have kept him at 
home, family 
physician, because 
this patient is 
already dying.”
3. Seeing 
the person 
behind the 
patient
respondent: 
“for me [tele-
consultation] 
still doesn’t feel 
like having real 
contact with 
a patient.”
respondent: “or the 
patient needs it [an 
initial face-to-face 
meeting]. That is also 
quite possible, since 
i am a stranger to 
these patients.”
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Mediation in teleconsultation: interactions between palliative care professionals 
and their patients
Three types of connectedness
The respondents report that they initiate regular, brief, and superficial conversations, 
most often by telephone, in order “to keep in touch with a patient”. These conversa-
tions make professionals feel involved in the ongoing care for their patients. It also 
assures continuous accessibility for their patients. However, such brief, superficial con-
tacts do not suffice for new patients or for cases of acute complications of any patient. 
The professionals emphasized, during the expert meeting and interviews, that they 
want to be near the patient in such cases to examine the bodily symptoms. A second 
type of connectedness between professional and patient then emerges: the patient 
becomes subjected to direct, clinical hands contributing to good anamnesis and diag-
nosis, also referred to as ‘normal medical care’. From this point on, palliative care 
professionals try to deepen the relationship with their patients, as they go beyond their 
clinical examination in search of “real contact” with the person behind the patient. 
They describe a gradual grading of their clinical examination of patients into a multi-
dimensional approach, the third type of connectedness, where physical, psychological, 
social, and spiritual suffering are taken into account. They gain a valuable “gut feeling” 
from this holistic, all-encompassing connectedness, usually referred to by palliative care 
professionals with the rather down-to-earth phrase “to see, smell, and touch patients”. 
Holistic connectedness is at the base of ‘integrated medical care’.
Teleconsultation: complicating connectedness with patients
We found that respondents implicitly assume that face-to-face interaction is at the 
basis of both clinical and holistic multidimensional care. Palliative care professionals 
expect a teleconsultation application to hinder both kinds of care because the loss of 
physical proximity compromises clinical examination and getting acquainted with 
the person behind the patient. Without physical proximity, palliative care profession-
als know they cannot touch or smell a patient, but have to rely on sight and hearing 
alone. They also worry that they cannot truly touch upon patients’ personalities, realms 
of thought, and social worlds. As a consequence, palliative care professionals feel that, 
with teleconsultation, they would lose meaningful tools for adequate diagnosing.
Moreover, the audio-visual information that teleconsultation can provide should, 
according to one respondent, be viewed with skepticism, as “the directness and ease 
with which we see could lead to the misconception that seeing [alone] is understand-
ing”. This respondent emphasizes that the sight of a patient can only be valuable for 
diagnosing if the visual information is authentic and an integrated part of clinical 
reasoning, in which a variety of perceptible information is used to either verify or 
discredit certain interpretations.
Teleconsultations redefine the patient’s position in the palliative care model
The respondents said that teleconsultation could make them easily accessible to their 
patients. They expect patients to become pivotal figures who have quick, easy, and 
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personal contact with their caregivers. They are, however, ambivalent about the unlim-
ited access that teleconsultation gives patients. Besides having the aforementioned 
upside of accessibility, professional caregivers see a down side to teleconsultation, which 
lowers thresholds too much and increases their workload. Palliative care physicians 
also fear increasing dependency of patients due to being too accessible: by potentially 
dismantling a vertical care model with clearly defined, consecutive phases of referrals 
from general to expert care, the patient’s unrestrained searching for both information 
and help is encouraged. This would diminish patients’ abilities to solve some of their 
own problems and pave the way for “hospitalization at home”.
Keeping a finger on the pulse
The respondents said teleconsultations are useful when deployed as a tool for keeping 
a distant eye on the patient. They are supposed to help them to continuously determine 
the patient’s state and to make well-informed decisions in case of observable calamities. 
However, this monitoring of a patient can only be applied after the palliative care profes-
sional has seen the patient face to face first and has gained some sense of the patient 
and his/her care demands. One respondent expected an initial face-to-face contact to be 
a basic necessity for the palliative care professionals and for the patient because both will 
likely have the same desire to reduce a sense of being strangers to each other, particularly 
in the last phase of life.
The healing effect of teleconsultation
Palliative care professionals think that teleconsultations have a healing effect of their 
own. The extra contact and attention are believed to be helpful for patients: the tele-
consultation application and teleconsultations are perhaps not considered to heal the 
patient in a strict medical sense, but they could generate a feeling of being well taken 
care of.
Mediation by teleconsultation: interactions between palliative care professionals 
and other medical professionals
In response to the second research question regarding how the audio-visual teleconsul-
tations will affect their current medical practice, the respondents expect the established 
chain of care to be vulnerable to unwanted changes due to teleconsultation (Table 5).
Teleconsultation facilitates bypassing hierarchical structures in the established chain of care
The respondents describe transmural palliative care as a chain of care consisting of 
hospital-based palliative care physicians and nurses, family physicians, and home care, 
each relying on an established hierarchy and shared expectations about responsibility. 
If the patient stays at home, the family physician is the “physician in charge”. He/she 
is expected to be the director of the patient’s care and to actively attune care with both 
the patient and other caregivers.
If the physician in charge, for whatever reason, decides to refer this patient to hospital-
based palliative care professionals, the latter have an obligation to see the patient to be 
able to take the responsibility handed to them. They consider teleconsultation a helpful 
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instrument with which they can fulfill this obligation to see the patient immediately. 
However, some believe that adding teleconsultation to the practice of transmural care 
breaks open the previously well-defined domains of the hospital and the home: a ‘grey’ 
network will emerge in which responsibilities are no longer clearly defined in advance. 
The respondents acknowledge that it is not unusual in the practice of palliative care 
to bypass responsible caregivers for reasons of efficiency or due to disagreements, but 
they feel that teleconsultation would facilitate this bypassing and open up the domain 
of transmural care in a new way. A hospital-based palliative care professional could, 
for example, see a patient vis-à-vis on a screen without permission from the physician 
in charge. This would instantly change the relationship between the caregivers: after 
seeing the patient, the professional can no longer remain an indifferent advisor to the 
physician in charge and becomes fully involved, bearing responsibility for the patient 
in virtual face-to-face contact. Other foreseeable possibilities include patients residing 
at home who use teleconsultation to bypass their family physician in favor of the 
hospital-based professional, or family physicians bypassing a certain professional, e.g., 
an oncologist, to deal directly with the palliative care physician.
Table 5. An overview of the mediation of interactions between palliative care professionals 
and other medical professionals by teleconsultation
Expected value of teleconsultation for the relationship of one palliative 
care professional to another medical professional
Established chain 
of palliative care: 
relationships 
between diverse 
caregivers
Teleconsultations as a means of bypassing 
hierarchical structures
Teleconsultations as a means 
of gaining access to the home
1. The 
autonomous 
director of the 
play
respondent: “…if patients have open access, 
if they push a button and the caregiver of 
their choice directly appears on the screen, 
then the slackening aspects of the chain of 
care, which could help restore its normal 
course, are gone… right now, the chain of 
care is ignored in several ways, with the up 
side of short cuts and the down side of 
people being passed over, of people who  
no longer know what’s going on or act on  
the basis of old information. But there’s still  
a certain barrier nowadays.”
respondent: “…the family 
physician treats the patient 
[residing at home]. And we 
have to control our tendency 
to completely take over from 
the family physician, because 
that’s not the way it is 
supposed to be.”
2. Dependent on 
other caregivers’ 
stories
respondent: “if you look for 
yourself, you see a patient 
totally different from the one 
you’ve been told about on the 
phone [by family physicians]”
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If teleconsultation results in bypassing responsible caregivers, this would, said one 
respondent, directly endanger an advantage of the well-functioning chain of care: its 
ability to slow things down. A sluggish chain of care is believed to provide professional 
caregivers with more time to collect fragmented information and to become better 
informed. Moreover, as patients have to engage several formal caregivers before reaching 
their goals, there is a good chance that shortcomings in treatment in an earlier stage 
will be compensated along the way.
Teleconsultation as a means of gaining access to the home
The respondents view teleconsultation as a potential tool for accessing the home, 
normally the domain of the family physician. Having audio-visual access to the home 
likely means getting information they usually lack, such as the looks of a patient and 
his/her household. Information with which they can check the stories of patients and 
physicians in charge. The respondents sometimes question these original stories: they 
realize that their own observations might differ from those of their colleagues; their 
own, they say, are usually more nuanced. Of course, this questioning is variable as 
palliative care professionals maintain good relations with some family physicians or 
medical specialists, with whom they communicate easily, while mutual understanding 
with others is almost certainly ruled out. The newly acquired information is supposed 
to be useful for convincing physicians in charge to adopt an adapted treatment plan. 
Although the hospital-based professionals sense an internal inclination to take over the 
physician in charge’s work, they show awareness that, especially in case of teleconsulta-
tions, they have to maintain self-control to keep the established chain of care intact.
An extended teleconsultation protocol
In response to the third research question about their wishes for the design and applica-
tion of the teleconsultation technology, the respondents collectively came up with an 
extended teleconsultation protocol (Figure 3). This protocol was used at the start of 
the implementation.
In advance, the home-based palliative care team insists to see each patient face to face 
at least once, before the patient gets enrolled in a teleconsultation trajectory.
1.  The nurse practitioner initiates the teleconsultation with a patient at a set time 
during working hours. The patient cannot contact the hospital-based palliative care 
team via the teleconsultation route, which prevents bypassing in the chain of care. 
The nurse practitioner makes an inventory with the patient of his/her symptoms and 
other problems, but does not make treatment decisions. The nurse practitioner can 
provide practical nursing advice.
2.  The nurse practitioner reports her findings to the palliative care physician and to the 
family physician (in case the family physician was absent from the patient’s home 
during the teleconsultation). Further medical treatment and care are discussed with 
the family physician. This discussion is documented in an electronic patient file.
3.  The family physician decides, ideally with the patient, about further treatment 
and care. This treatment plan is communicated to the family physician’s office and 
the home care institution.
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Discussion
We have found that the interviewees presume they can use teleconsultation to keep 
a finger on the pulse of patients residing at home, provided that at least one initial 
face-to-face contact precedes the teleconsultations. Furthermore, if responsibility for 
a patient is handed over to palliative care professionals, teleconsultations are supposed 
to fulfill the professional’s need to see this patient immediately. Teleconsultations are 
even presumed to have a healing effect of their own, as time and digital attention are 
offered to patients. The members expect that teleconsultation will facilitate more 
patient-centered care. These advantages may go hand in hand with limitations: the 
respondents working in the expert center conjecture that teleconsultation will com-
plicate the connectedness with their patients: the physical proximity, and thereby the 
quality of diagnostics is supposed to become more difficult due to teleconsultations. 
“Real contact” with the person behind the patient could never be realized by means of 
teleconsultations alone. Besides, the increased, virtual availability is believed to facilitate 
patients’ sometimes unrestrained and uncontrolled queries, which may cause increasing 
dependency and heavy workloads. Teleconsultation is expected to open up an additional 
‘grey’ network outside the hierarchical structures of the established chain of transmural 
palliative care. This network could make it possible to bypass caregivers in charge, 
causing uncertainty about responsibilities. Medical specialists, family physicians, and 
nurse practitioners could then easily depart from the treatment policy for a patient either 
at the hospital or in the home, possibly creating confusion and miscommunication.
As mentioned in the introduction, teleconsultation technology is considered multi-
stable9,10. Teleconsultation involves a technical computer device as well as a designed 
care process due to the introduction of this device. The fit of this computer device in 
palliative caregiving is defined by its embeddedness in the particular physical and 
socio-cultural context of the caregiving practice. In this sense, teleconsultation is “a 
hybrid affair”15 as it only appears as a compilation of human action and teleconsulta-
tion technologies: the latter encompass a script that frames social action, roles and 
identities, but end-users will co-design the telecare services as well16,17. This article’s 
teleconsultation protocol is a first attempt of hospital-based professionals to condition 
the offered teleconsultation technology to their daily practice. It is the end-point of this 
paper, an accumulation of professionals’ assumptions on extended teleconsultation into 
a palliative telecare service. In future studies, we will investigate more closely whether 
and how the hospital-based professionals are able to manage both the technology and the 
service according protocol, as well as whether and how other end-users, like patients, 
families and family physicians, co-design this palliative telecare product.
In the following, we elaborate on a few theoretical notions on the possible teleconsul-
tation technology-user relationships that could sensitize us to meaningful events for 
future studies.
Perceiving a patient via teleconsultation: the embodiment relationship
Teleconsultation technology facilitates experiencing through technology9 for both 
patients and caregivers. This kind of mediation will extend certain bodily capacities 
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and neutralize others, thereby magnifying certain aspects of the observed world and 
reducing others. The respondents referred to this embodiment-relationship: they 
expect teleconsultation technology to extend hospital-based professionals’ percep-
tions of patients, who can now be seen in their homes. Furthermore, continuous, inter-
personal, digital contact between patients and caregivers might magnify a patient’s 
healing capacity18.
Further research should address the following questions: how do caregivers actually 
improve their care when audio-visually communicating with the patient at home? 
What will be the nature of the mutual digital contacts between specialists and patients? 
What do teleconsultations exactly mediate that contributes to healing effects?
With regard to the magnification/reduction structure9, Ihde claims that, normally, “what 
is revealed [by technology] excites, and what is concealed may be forgotten”. It is, how-
ever, not so much the magnification as the reduction that stands out for the interviewed 
palliative care professionals: for them, teleconsultation technology compromises con-
nectedness with the patient in that it does not create physical proximity and diminishes 
professionals’ capacity to get in touch with the person behind the patient and develop 
a “gut feeling”. This fear seems, at least partly, pertinent as heart-failure nurses working 
with telemonitoring actually experience losing intimate knowledge of the patient and 
his/her psycho-social well-being by losing physical proximity19. However, interpersonal 
bonds in modern workplaces, where “telecommuting” is part of daily practice, depend 
the least on physical proximity20.
This foreseen reduction raises questions: how does the loss of physical proximity frus-
trate adequate diagnosing and what does this mean for palliative care at a distance21,22? 
How can sympathizing and empathizing with patients be maintained in teleconsulta-
tion, and how do patients experience this new proximity? Moreover, researchers should 
investigate the added value of telecare consultation after initial face-to-face contact5,6,18.
Looking at a screen: the hermeneutic relationship
Besides being something through which caregivers get in touch with their patients, the 
teleconsultation technology is also an instrument palliative care professionals look at 
to interpret the patient’s status. The professionals have to learn how to interpret their 
patients’ images and stories to apply them in a responsible way in medical practice9. 
Interpreting an image of the home is part of the palliative care physician’s diagnosis 
and has to be learned, similarly to a gynecologist needing to learn how to interpret 
a sonogram and a radiologist how to interpret magnetic resonance images23. An 
extended follow-up study must include questions about the different interpretative 
frameworks the communicators use. What do patients and professionals look for in 
the images? How do professionals and patients know if the teleconsultation images 
and sounds, in a “semi-opaque cooperation with referent objects”9, truthfully refer to 
the appearance of the conversation partner and his/her social context24? Methods of 
truth-finding in a virtual context should be part of a follow-up study. We caught a 
glimpse of such a method when one respondent argued for skepticism towards the 
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teleconsultation images: they can only be diagnostically valuable if verified by clinical 
reasoning combined with a variety of other information, such as patients’ or colleagues’ 
stories or lab results; to see a patient with yellow skin simply does not suffice for 
building a diagnosis.
Transforming transmural care and transporting culture
Teleconsultation in palliative care never fulfills a neutral role9,10, but co-shapes the 
experiences and perceptions of the surrounding world. Teleconsultation is thought to 
give patients a feeling of control over their care. However, the respondents think this 
patient-centeredness comes at a cost: teleconsultations might upset the balance of 
involvement and professional distance, leading to loss of control over “boundaries 
between absence and presence”25. A shared freedom to initiate teleconversations is 
likely to transform expectations and obligations between professionals and patients22,26: 
when patients expect continuous access, professionals feel more obliged to be present 
and to respond quickly and accurately. It is a feeling that goes beyond their earlier 
advisory role.
Another result of the same shift to quick, easy, and more reciprocal audio-visual com-
munication between patients and professionals is the blending of different domains 
(home and hospital) into one still developing transmural area. Profound relationships 
can develop between patients and caregivers who were formerly restricted to a particu-
lar domain. These more intense relationships might contribute to a mutual trust and 
to a patient’s or informal caregiver’s peace of mind8, or to mutual dependency at a 
distance. The feelings of trust and/or dependency could tempt patients and profes-
sionals alike to bypass less involved caregivers. This would subvert the hierarchical 
structure of the established chain of care and create a void when it comes to taking 
responsibilities.
The teleconsultation equipment itself also functions as a medium for transporting cul-
tures. It is presumed to create a more pluricultural environment9 in home and hospital. 
The hospital culture may intrude in the home through the technology. Patients and 
family physicians might also bring their formerly home-bound cultures into the hos-
pital, although the hospital-based respondents did not mention this. These interactions 
of cultures might have consequences for the use of life-prolonging treatment, terminal 
hospital admissions, and multidimensional decision-making at life’s end. This requires 
future research.
Limitations
Although valid, our results originate from a study with a limited number of respondents. 
Despite the small sample, this case study provides valuable insights into the socio-
cultural context of palliative care. The respondents are typical representatives of a 
palliative care practice, who prefer to work within integrated care processes. Most 
respondents were experienced and older – not uncommon in a field where caregivers 
are constantly confronted with death and dying. Being experienced and older may have 
influenced them regarding new technologies. Moreover, they might fear technology 
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more because, at first sight, it endangers certain types of connectedness that are essen-
tial parts of their holistic, humanistic care. Nonetheless, age has the advantage of being 
more independent of hierarchical structures. This creates freedom to participate in 
innovative projects.
Overall, this paper on the socio-cultural context of the practice of palliative care in 
relation to teleconsultation is a solid base for further research into:
• Technology-mediated interactions between palliative care professionals and 
patients. The potential “disagreement [on], negotiation [on], and potential break-
down [of ]”16 this innovation will actually enhance access to this field of research as 
friction exposes itself more easily.
• The experiences of designers, palliative care professionals, patients, families, 
informal caregivers, and family physicians, who are all involved in working with 
teleconsultation within transmural palliative care. It is notable that our respondents 
only referred to teleconsultation technology fitting the professional socio-cultural 
context. It is worth investigating whether and how the technology fits into the 
actual workplace and home.
• The mediation of professional, patient, and family relationships by teleconsultation.
• The moral assessment of teleconsultation in palliative care with regard to a dignified 
last phase of life.
With the results of such a follow-up study, teleconsultation structure can be designed for 
caregiving that benefits both patients and caregivers and fits the managerial, regulatory, 
and financial frameworks of the practice of transmural palliative care.
Conclusion
For professionals residing in an expert center for palliative care, teleconsultation tech-
nology opens up a window of opportunities. It presumably helps patients establish 
themselves at the center of their own care, helps palliative care professionals see their 
patients at home and continue their care by keeping a finger on the pulse, and even 
heal at a distance. However, with new opportunities come new restrictions: telecon-
sultation technology does not allow for physical proximity, makes it more difficult to 
get a feel for a patient, and might disrupt the chain of care and the autonomy of the 
physicians in charge.
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Abstract

Background
Appropriate palliative care communication is pivotal to optimizing the quality of life 
in dying patients and their families. This review aims at describing communication 
patterns in palliative care and discussing potential relations between communication 
patterns and upcoming telecare in the practice of palliative care.
Methods
This review builds on a systematic fi ve-step qualitative analysis of the selected articles: 
1. Development of a ‘descriptive table of studies reviewed’ based on the concept of 
genre, 2. Open coding of table content and fi rst broad clustering of codes, 3. Intracluster 
categorization of inductive codes into substantive categories, 4. Constant inter- and 
intracluster comparison results in identifi cation of genres, and 5. Labeling of genres.
Results
This review includes 71 articles. In the analysis, two communication genres in palliative 
care proved to be dominant: the conversation to connect, about creating and maintaining 
a professional–patient/family relationship, and the conversation to instill realism, about 
telling a clinical truth without diminishing hope.
Conclusion
The abovementioned two genres clarify a logical intertwinement between communi-
cative purposes, the socio-ethical background underlying palliative care practice and 
elements of form.
Practice implications
Our study supports understanding of current communication in palliative care and 
anticipates future communicative actions in an era of new communication technologies.
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Introduction
For most of their time, Western palliative care professionals commit themselves to 
caring for patients and families who are facing end-stage illness trajectories in the 
context of cancer, organ failure and frailty1,2. Although recognition of the specific 
characteristics of these trajectories by medical personnel will contribute to a “good 
death”2, the value-laden events of death and dying cannot be limited to medical aspects. 
Attaining high quality care during the last phase of life will probably increase when a 
multidisciplinary team not only aims at medical interventions but also involves patient 
and family perspectives in a multidimensional approach3. The intense encounters 
that follow from this approach are pervaded by normativities. Appropriate communi-
cation between health care professionals (HCPs), patients, and families is considered 
pivotal to attune these underlying normativities in order to increase quality of care 
and quality of life during the last phase of disease4.
As palliative care became a separate specialty in Western societies, with its own history 
and socio-cultural values, the abovementioned communication has been largely cap-
tured in routine communication patterns that are considered part of good palliative 
care practice. The sustainability of these routine communication patterns may need 
reconsideration as various forms of telecare are currently being introduced into pal-
liative care5,6. Forms of telecare such as digital health care portals, teleconsultations 
through tablet computers and technological monitoring of particular symptoms. The 
present review on communication patterns appears against the background of a com-
prehensive research project on synchronous, audio-visual teleconsultations – between 
a hospital-based palliative care center, home-based patients and their family physi-
cians – for the improvement of home-based palliative care7.
A teleconsultation practice in palliative care can be considered an innovative practice, 
wherein multiple actors, e.g. designers, researchers, care professionals and patients, 
invent, adopt and adjust to new technologies8. These different actors, representing 
different socio-cultural backgrounds, co-shape the eventual use of the newly intro-
duced technology. The process of co-shaping will likely result in frictions between 
existing moralities and calls for adjusted or newly created routines and discourses. 
Therefore, studies of teleconsultation require a broad research perspective that incor-
porates the processes of friction leading to the eventual uses of the technology as well 
as the development or modification of normativities on good, technology-related 
care5,6,8,9. For example, the term ‘care at a distance’, often used in the context of telecare, 
possibly interferes with the inner motivation of care professionals to deliver tailor-
made care to the vulnerable palliative care patient.
Situated at the beginning of a new era of changing communication in health care, this 
paper aims to explore, by means of a comprehensive literature review, the communica-
tion patterns that are currently essential to palliative care, including the underlying 
normativities, and to discuss the possible implications of newly developed communi-
cation technologies for palliative care. In this regard, this paper will add to the existing 
knowledge10-15 a perspective on palliative care communication as communication 
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patterns bound up with recognizable goals and an accompanying range of normative 
judgments. By spelling out the intertwinement between palliative care communication 
goals, normative judgments and the form of communication, this paper offers an inno-
vative systematic starting point for understanding which communication patterns are 
used in palliative care. This understanding will fuel discussion about the potential impact 
of new communication technologies, like teleconsultation, on communication in pal-
liative care. This literature review is guided by the following main and sub-questions:
1.  Which communication patterns can be identified within the practice of palliative care?
 a.  Which communicative purposes can be distinguished in current communicative 
actions in palliative care?
 b.  Which explicit or tacit values and norms underlie the socially recognized com-
municative purposes?
 c.  What elements of form are connected to the communicative purposes and its 
socio-ethical background?
Methods
In line with a recommendation by Chiasson et al.16 the concept of genre17,18 is applied 
to further elaborate on the abovementioned ‘communication pattern’. This concept of 
genre has been used successfully in examining the impact of advanced technology-
mediated communication on professional organizations19.
A genre can be defined as a “typified rhetorical action based in a recurrent situation”17,20. 
It provides a cultural context that supports participants in a particular practice to 
appropriately respond to a familiar situation; genres assist in choosing “the appropri-
ate subject matter, level of detail, tone, and approach as well as the usual layout and 
organization”21. A clinical practice such as palliative care can be well examined from 
a genre perspective20. A genre’s specific substance includes a socially recognized com-
municative purpose as well as particular topics of conversation. In addition, elements 
of form include structural features (e.g., the 10-minute mark of an interaction with a 
hospital-based physician), communication channel (e.g., a printed letter, face-to-face), 
and language or symbol systems (e.g., the use of metaphors)17. Both substance and form 
are embedded in the socio-ethical frameworks and value systems of the particular 
communicative practice, in this case palliative care.
For this review, all research articles on communication in palliative care (in the years 
2000-2010) are considered as raw data: descriptions of and reflections on empirical 
experiences of communication in palliative care by well-informed and eloquent 
‘respondents’22. A thorough, systematic qualitative analysis of these texts is supposed 
to lead to a grounded reconstruction of one or more genres out of the stock of indi-
vidual texts.
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Literature search
The electronic search query consisted of a combination of three key word-strings, 
operationalizations of three broad concepts of the study in MeSH-database key words 
(PubMed) as well as free text words: (a) communication, (b) palliative care and (c) values 
or interpersonal relationships (Table 1). Key word-strings a and b directly resulted from 
our topic, key word-string c was added to focus the search more toward two essential 
aspects of genre as regards content, namely its socially recognized communicative 
purpose and socio-ethical base. The actual search was performed on the electronic 
databases of Web of Science (ISI), PubMed (NCBI), Communication Abstracts (CSA), 
Sociological Abstracts (CSA), the Philosopher’s Index, and PsycINFO (Figure 1).
Table 1. literature search – Key word strings 1, 2, and 3
1. Communication 
(communicat*)
Associated key words from the MeSH-database (PubMed):
speech, consultation
Associated key words:
interaction, speak, talk, conversat*
And
2. Palliative care 
(pallia*)
Associated key words from the MeSH-database (PubMed):
supportive, terminal, hospice, death
Associated key words:
end of life, non-curative, dying
And
3a. (Social) value
3b. Interpersonal 
relations (relation*)
Associated key words from the MeSH-database (PubMed): 
ethics (ethic*), principle*, moral*, personhood, autonomy, self-
determination, consent, religion, spirituality
Associated key words:
goods, dignity, respect, future, empowerment, strength, help, cope, faith, 
belief, hope, peace, soul, spirit, god, horizon
OR
Associated key words from the MeSH-database (PubMed): 
trust, dissent, disputes, conflict, empathy, intention, emotions, panic, fear, 
love, affection, hate, guilt, loneliness, pleasure, happiness, anxiety, anger, 
shame, laughter, frustration, apathy, grief, attitude, denial
Associated key words:
face to face, mediat*, meaning, dialogue, dialec*, reciprocity, sincerity, 
overt(ness), acknowledgment, connection, openness, contact, 
commitment, avoidance, authority, appearance, look, compassion, humor
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Figure 1. literature selection
Web of Science
Nr. of studies
n = 11914
PubMed
Nr. of studies
n = 36364
Philos.Index
Nr. of studies
n = 69
Sociol.Ab.
Nr. of studies
n = 331
Commun.Ab.
Nr. of studies
n = 139
PsycInfo
Nr. of studies
n = 560
Number of articles
after first screening
n = 191 
Number of articles
after second screening
n = 81 
1. First author [JG] screened all titles and, in case 
of doubt, critically read the abstracts.
An article was excluded if:
● It was not based on original research.
● Its content was clearly outside the scope of the 
research questions.
● It was not based on first-hand experiences of the 
study's respondents.
● It did not describe accounts of adult, mentally 
capable patients living in Western societies who are 
aware of the terminal character of their illness, or 
their professional and/or family caregivers/.
● It was about the too country-specific complex 
phenomenon of euthanasia, or about the too 
institutional-specific dying in an intensive care or 
nursing home.
2. Critical independent assessment of full abstracts 
by the first author [JG] and one of three researchers 
[MS, EL, JH] using the inclusion criteria mentioned 
under point 1.
●In case of non-correspondence between the 
reviewers the article was fully read and discussed 
till consensus was reached. 
● After critical reading 15 articles (8%) demanded 
further discussion.
● Duplicates were removed.
Number. of articles 
included
n = 71 
3. Another 10 studies proved to be irrelevant after a 
first independent, close reading of complete articles 
by the first author [JG] and a research assistant 
[MIJ].
● 1 study appeared to be a case study without a 
systematic analysis.
● 9 studies appeared to be outside the scope of the 
research questions.
4. Afterwards, two researchers [JG, PH] 
independently assessed the articles for 
methodological rigor by means of an instrument 
developed by Hawker et al. [23].
● The range of the scores was 19-35, meaning all 
articles for this review were methodologically fair 
(19-27) to good (28-36).
● All scores can be found in the online available 
Appendix. 
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Data extraction
In a first analytical step, the first author [JG, who has a background in communication 
science and philosophy] and a research assistant [MIJ, medical student] independently 
read all articles and collected the phrases that fitted one or more items of a predefined 
code list based on the conceptual framework of genre. The code list elaborates on sub-
stance, form and socio-ethical background (Table 2). A peer debriefing process, in which 
the attribution of phrases to categories was discussed until consensus was reached, 
supported this close reading of research articles24. The outcome was a “descriptive table 
of reviewed studies”25 containing all relevant quotations from the selected research 
articles (Appendix available online via Patient Education Counseling).
Table 2. design descriptive table of reviewed studies with a focus on aspects of genre
1. Author(s), Year of publication, Title
2. purpose of the research article
3. methodology
	 •	Sample	and	sampling	
	 •	Reliability/validity	(by	means	of	the	instrument	developed	by	Hawker	et	al.)
4. A priori conceptual codes based on the conceptual framework of genre
	 •	Substance
   - socially recognized communicative purpose/social motive; the intended purpose of  
    the communication described in the study
   - conversational topics
	 •	Form
   - communication participants; who are involved in the communicative act; explicate roles
   - structuring factors; people or objects that structure the communicative act 
     (e.g. an agenda, chair man, a strict format – like a letter for a job application)
   - interactivity; transmission, consultation, conversation or registration 
   - language/symbol system
   - mediating technology; face to face is also a medium
   - result of communication
	 •	Normative	elements	guiding	the	communicative	act
Data analysis and integration
Step two of the analysis consisted of the first author further examining the descriptive 
table by means of open thematic coding with CAQDAS Atlas.Ti. Detailed, inductive 
codes were ascribed to the quotations while already linking these codes to one of three 
predefined conceptual categories ‘socially recognized communicative purpose’, ‘socio-
ethical background’, and ‘form’. For example: the inductive code ‘metaphor’ is linked to 
conceptual category ‘form/language’, noted down as ‘FL: metaphor’ (for more examples, 
please see Figure 2). The conceptual categories worked as an organizing framework to 
“think with the data” during the inductive coding process26. Step two of the analysis 
resulted in three extensive clusters of inductive codes, which are grounded in the 
quotations from the included research articles.
49pAlliATive cAre communicATion in TelecAre prAcTice
Figure 2. stepwise data analysis procedure
Step 1
Two researchers created a descriptive table of reviewed studies by means of a pre-defined code list (see Table 2; 
Appendix available online). The code list elaborates on substance, form and socio-ethical background. 
Step 2
open thematic coding of the phrases collected in the descriptive table of reviewed studies. Two examples:
Total numbers of codes: 85 codes referring to s.r. communicative purposes (cluster 1); 144 codes referring to 
norms (cluster 2); 149 codes referring to form (cluster 3).
Step 3
intracluster categorization of inductive codes into substantive categories by means of constant comparison of the 
codes and accompanying quotations for their similarities and contrasts (corbin, strauss: 2008).
Step 4/Step 5
constant, inter- and intracluster comparison between substantive categories resulted in the research group 
identifying two threads of logically connected socially recognized purposes, socio-ethical background and 
elements of form. These threads are genres (corbin, strauss: 2008).
The research group provided the two genres with their final labels. 
Phrases
Physicians in a longstanding relationships with their patients will more easily 
be able to select the right approach for those patients, although none of these 
clinician or patient participants named specific behaviors, and relied principally 
on intuition and time (Curtis et al, 2008)
An interesting component of the disclosure process is that it occurs in relation 
to physicians’ perceptions of the practicality of hope; that is, they seek to 
disabuse patients of what physicians perceive as impractical forms of hope. 
Hope must be within realistic proportions, within reach. Otherwise, physicians 
will not allow patients to maintain hope that is out of reach (Gordon, 2003)
Inductive codes
(form – structural factors)
fs: intuition
fs: time for/timing of the 
conversations
fs: trustful relationship
(normative background)
n: hope must be within  
realistic proportions 
n: maintain hope
Cluster 1:  
S.r. communicative purposes 
Two examples:
1 To build rapport with patients 
(working on a trustful 
relationship)
2. communicative actions 
contribute to patients’/families’ 
awareness of diagnosis and 
prognosis, which, for its part, 
leads to existential well being
Total of 4 substantive categories
Cluster 2:  
Socio-ethical background
Two examples:
1. recognition of one another
2. Balance act between being 
honest and maintaining/
fostering hope
Total of 7 substantive categories 
Cluster 3:  
Elements of form
Two examples:
1 professional attitude
2. using language
Total of 6 substantive categories
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In a third analytical step, within each extensive cluster the inductive codes were catego-
rized into smaller, substantive categories by means of constant comparative method27 
applied to the codes and accompanying quotations. The research group labeled these 
substantive categories and, in a fourth step, constantly compared the substantive cate-
gories in search for familiarity within and between clusters. This constant comparison 
led to the research group being able to identify two threads wherein one or more socially 
recognized communicative purposes were logically connected to a socio-ethical back-
ground and elements of form, together forming a genre. In step five, the research group 
provided these genres with their final labels.
Results
This results section is based on an analysis of 71 research articles (see Figure 1). Although, 
the reconstruction of the two genres and the attribution of its labels – the conversation 
to connect and the conversation to instill realism – are in fact the analysis’ final steps, we 
decided to structure the results section along the lines of these genres. In this way, we 
can more easily outline the internal logic of both genres.
The conversation to connect: socially recognized communicative purposes
The studies reviewed show that HCPs, patients, and family caregivers rely on the genre 
‘conversation to connect’ to create and maintain a professional-patient/family relation-
ship during the time a patient faces a life threatening illness (Table 3). This general 
purpose has three dimensions. First, the literature reviewed emphasizes that, to reach 
high quality care, HCPs have to build rapport with patients and family caregivers28-35. 
If patients and their families can trust their care providers and vice versa, communi-
cation partners will find themselves more comfortably in an environment where 
experiences of serious illness are more easily shared32,36,37. They will have an opportunity 
to unburden and reduce distress, potentially making palliative care a healing experience 
nonetheless its finite character31,38,39. Secondly, HCPs need to be geared to patients’ 
environments, in order to provide attuned care. Connecting to patients’ daily lives 
will help professionals to understand patients’ and families’ needs and preferences and 
to co-shape solutions for newly arisen everyday as well as more fundamental psycho-
social and spiritual problems31,34,35,40-45. Thirdly, HCPs should continuously be connected 
to one another in order to jointly create consistent and well-attuned team communica-
tion, including mutual support and advice46.
Socio-ethical background of the ‘conversation to connect’-genre
The studies reviewed refer extensively to the socio-ethical background of the conversa-
tion to connect-genre28,47. All these references can be categorized in terms of three main 
concepts: (a) recognizing one another, (b) committing to one another, and (c) engaging 
in end-of-life care.
The studies in the sample show that recognizing one another is about humanizing 
patients instead of objectifying them together with their disease. During a palliative 
trajectory, patients generally tend to consider themselves broken human beings in need 
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Table 3. genre 1: the conversation to connect
Exemplary quotations
Socially recognized communicative 
purpose: to create and maintain a 
professional-patient/family caregiver 
relationship during the time the 
patient faces a life threatening illness. 
These relationships, for their part, are 
expected to contribute to high quality 
care provision. The purpose’s three 
dimensions:
•	 Build	rapport	with	patients
•	 Be	geared	to	patients’	environments	
to provide attuned care
•	 Uphold	and	inform	interdisciplinary	
chain of care in the service of 
continuous care for patients
•	 Effective	doctor-patient	communication	is	related	to	
increased patient concordance, satisfactions, and trust, 
as well as improved biomedical outcomes and improved 
psychological outcomes (rodriguez et al: 2010)
•	 Receiving	care	from	one’s	personal	physician,	trusting	
one’s physician, having a nurse with whom one feels 
comfortable (steinhauser et al: 2000)
•	 To	make	it	possible	for	patients	to	receive	care	
consistent with their preferences (mack et al: 2010)
•	 Team	communication	in	order	to	provide	quality	care	
(carline et al:2003)
Normative background:
•	 Recognizing	one	another	 
(reciprocity; humanization)
•	 Committing	to	one	another	 
(“till death do us part”)
•	 Engaging	in	end-of-life	care	 
(leaving room for the patient 
perspective)
•	 Continuous	flow	of	information
•	 Patients	wish	to	be	treated	as	a	whole	person	…	
participants expressed a strong dislike for being treated 
as a statistic, object, or thing … take time to know them 
through nonmedical dialogue (hart et al: 2003)
•	 Family	physicians	offering	access	and	time	were	both	
helpful and symbolically important as a sign of 
commitment to patients (reduction of anxiety, problem 
solving at home, ensuring that serious problems 
received medical attention) (norman et al:2001)
•	 To	complete	things	and	prepare	for	life’s	end	 
(heyland et al: 2006)
•	 Care	providers	need	to	keep	each	other	informed	and	
aware (staff communication is decisive for the patients’ 
well-being (Bolmsjo:2000)
Form:
•	 Opening	statement	(HCPs	removing	
the uncertainty about questions 
being meaningful; breaking the void 
of silence about cancer or death)
•	 Time	as	a	commodity	(HCPs	
distributing their own time;  
timing of information)
•	 Professional	attitude	(being	 
sensitive to one another; being 
flexible; good bedside manners;  
being empathic)
•	 Shared	care,	participants	saw	their	FPs	as	having	a	role	 
in discussing their treatment alternatives... as well as  
in taking care of their other medical and emotional 
needs … shared care often began with a statement  
of intent (norman et al: 2001)
•	 Physicians	in	longstanding	relationships	with	their	
patients will more easily be able to select the right 
approach for those patients, although none of these 
clinician or patient participants named specific 
behaviors, and relied principally on intuition and time 
(curtis et al: 2008)
•	 Patients’	strong	desire	to	have	the	physician	focus	on	
the patient and his or her needs without interruption 
(carline et al: 2003)
TeleconsulTATion: enhAncing personAlized pAlliATive cAre AT home52
of restoration. Being whole to them means being medically interesting and personally 
rewarding for providers, regardless of their inability to recover28,47. It means surpassing 
the provider-client relationship and looking to ally with their professional caregivers 
for clarifying ideas and discussing support, in accordance with Liden’s egalitarian “from 
person to person frame”29,36,47,48. It means being social and in the presence of friends 
when dying28. The usually longstanding relationships in home-care settings often 
provide such affirmative and trustful relationships, resulting in more fine-tuned care 
processes49,50. Overall, both patients and professionals recognize the vulnerability of 
the palliative care patient, him/her being in a crisis, as a major responsibility to be met 
with well timed interest and care51-53.
The category committing to one another is probably best described by the marital vow 
‘till death do us part.’ HCPs offering access and time to their patients is considered a 
sign of commitment46,54. Some studies show that patients highly appreciate HCPs who 
stay committed to patients, even in case of a transfer to another institution46,54. Once 
involved, HCPs should experience, physically present or not, a personal responsibility 
for continuous medical care46,55-57 to be established in cooperation with other aware and 
well-informed professionals37,41. Only in team care can patients and family caregivers 
be consistently informed about the things to come46,58,59. Although physicians recognize 
that closure is important to the patient, the family and themselves, some physicians 
still have a hard time arranging visits when death approaches due to logistical problems 
or personal barriers55.
The studies reviewed show that the final category engaging in end-of-life care is about 
HCPs learning from patients’ stories about “needs for comfort and spiritual care”32. 
Patients consider themselves experts, having their own, unique perspectives on their 
diseases to which HCPs should try to attune32,47,56,61. In the final stages of the disease, 
with the patients being seriously ill and weakened, HCPs should shift more and more 
toward the family caregiver when it comes to discussing preferences57. By leaving room 
for the patient perspective, HCPs get the opportunity to guide patients according the 
latter’s preferences and toward increased self-control29,57. In accordance, palliative 
care experts prefer joint decision-making, wherein they can align their professional 
expertise with patient’ and family caregivers’ preferences34,62,63. HCPs should not con-
sider joint decision-making being restricted solely to medical issues, as patients also 
ask HCPs to engage in looking back at life and accepting an approaching death, solving 
unsolved business, and saying goodbye28,30.
The ‘conversation to connect’-genre: elements of form
The literature shows that norms and form are extensively intertwined, whereby the 
former strongly favors certain forms of communication over others. In the studies 
reviewed three elements of form stand out with the ‘conversation to connect’-genre: 
(a) the opening statement, (b) time as a commodity, and (c) professional attitude. The 
communication channel in this genre is almost entirely face-to-face interaction. The 
elements of form are elaborated on in this paragraph.
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The first element of form characteristic of the conversation to connect-genre is the 
opening statement. A statement of intent from both patients and HCPs leads to shared 
care54 and patients who ask more questions are usually rewarded with better informa-
tion64. Our literature sample shows that physicians are, measured in number of words, 
speaking more than patients during consultations60. HCPs usually initiate medical 
issues and discussions of treatment options, while patients initiate discussions about 
living with an illness60. Rodriguez et al.65 nuance this rather general statement: patients 
more frequently address emotions and issues regarding psychological health-related 
quality of life than care providers do. They also initiate more conversations about 
spiritual well being. HCPs, however, more frequently start conversations about social 
concerns, such as relationships and social interactions. Both social, psychological, and 
spiritual health-related quality of life are not discussed very often (subsequently in 7, 
9, and 1% of Health Related Quality of Life talk segments65).
The studies reviewed also suggest that patients and family caregivers sometimes lack 
the appropriate wording to express their concerns: they doubt whether their questions 
will be perceived meaningful66,67. This reluctance could be caused by the unwillingness 
to talk about cancer, dying, and death in order to protect loved ones: patients might 
put up a “void of silence” to protect family members and vice versa36,57,68,69. This void 
can complicate the work of HCPs who often wait for cues that may be the starting 
point for talking about particular topics53. One way of breaking through the void of 
silence is by deploying humor. Humor helps to build relationships between HCPs and 
patients by ‘breaking the ice’ and attracting other people70. In general, more humor 
can be found in a home hospice setting than in a facility-based setting71.
The second element of form is time as a commodity. Time offered by HCPs can con-
tribute to a trustful relationship: the longer lasting the relationship and the more time 
is spent on nonmedical dialog, all the easier a HCP selects the right approach and the 
more a patient trusts the HCP61,72. The intensity of the palliative care trajectory and its 
acute character is likely to speed up the trust-building process, especially when those 
involved are buying into this intensity54. HCPs can use the amount of time spend near 
a patient as a tool in showing commitment, inasmuch as it demonstrates accessibility 
and unconditional support46,54,73. In reality, patients and HCPs often experience a lack 
of time: professionals working in a busy cancer center or hospice facility are often not 
inviting patients to further discuss personal concerns41,47,50, especially when patients 
catch HCPs off-guard. The studies reviewed show that it is in the best interest of the 
patient and family to be given time, meaning that HCPs pace the information and guide 
them step by step through the individual palliative care trajectory56,57,74,75. In addition, 
the studies reviewed show that HCPs should notice the fact that recently diagnosed 
patients, perhaps unjust, receive more attention and information than those who 
know about their prognosis for a longer time64.
Finally, according to the studies reviewed a professional attitude is essential to the con-
nection between health care professional and patient/family caregiver. A professional 
attitude is, firstly, about being sensitive to one another. In order to connect, HCPs need 
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to create an open, supportive, and trustworthy environment31,76 in which dialogs can 
take place32,33,35,74. A dialog demands genuine and good listening28,29,32,33,74. That means 
working up undivided attention for and interest in patients’ stories up to the level of 
existential problems46,77, exercising restraint and posing encouraging questions in order 
to invite less assertive patients to communicate33,74 and acknowledging every patient 
story56,78. Secondly, a professional attitude is about being flexible. A dying trajectory 
continuously raises new questions and problems, and HCPs have to adapt to these 
changes49. A longstanding, trustful relationship between HCP and patient obviously 
contributes to a more accurate adaptation61. Thirdly, HCPs need to incorporate good 
bedside manners33,59 into their practice. That includes saying ‘hello’ and ‘goodbye’, 
introducing themselves, engaging in everyday conversations, involving the family, 
and being friendly, all without transgressing professional boundaries33,47. HCPs should 
not consider themselves too important for an apology and should not be shy of appro-
priate physical contact, as the latter is considered to be a form of personal care28,46. 
Patients, for their part, should show their appreciation for HCPs and withhold con-
sulting HCPs for small matters33,41. Finally, HCPs are asked to be empathic. The empathy 
dimension of the professional attitude receives a lot of attention in the literature35,79,80. 
Most empathic opportunities are usually about fear, with patients using words such 
as ‘concerned, scared, or worried’. HCPs’ empathic responses feed patient satisfaction81 
and catalyze further talk about patients’ emotional state, while ignoring emotional 
cues leads to an immediate stagnation of all conversation about emotions79. HCPs who 
feel responsible for the more socio-emotional aspects in their work are more likely to 
respond empathically than HCPs who have a more medical technical approach73,82. 
Focusing solely on the technical and medical is considered one of HCPs’ toning-down 
strategies in order not to respond empathically to emotions. Even those HCPs who 
generally support empathic care, such as nurses, can be found resorting to avoidance 
behavior, such as favoring patients who never moan, or abruptly changing the subject 
when emotional cues are uttered35,48,83.
The conversation to instill realism
The reviewed literature shows that health care professionals can rely on the genre con-
versation to instill realism in response to the recurrent situation of being confronted 
with patients and family caregivers who are in an unremitting state of uncertainty 
about their future life (Table 4). Conversations that instill realism ideally ascertain 
awareness and understanding of the course of the life threatening disease, thereby 
supporting patients and family caregivers with making health care choices that lead 
to better quality of life37,45,46,60-63,84-87.
Normative background of the ‘conversation to instill realism’-genre
Central to this genre’s normative background is the balance between two fundamental 
values: telling the truth and providing hope. The studies reviewed show that most patients 
have a need for truthful, honest information30,51,53,57,74, ranging from the truth about 
pain control to truthful discussions about death and dying68. Some studies, however, 
show that patients try to block out any information about prognosis beforehand or 
refer this information to others36,61. HCPs equally value truth telling56. They think 
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Table 4. genre 2: the conversation to instill realism
Exemplary quotations
Socially recognized communicative 
purpose: in response to the recurrent 
situation of being confronted with 
patients and family caregivers who are  
in an unremitting state of uncertainty, 
the goal is to provide patient-centered 
communication that ascertains 
awareness and full understanding of  
the course of the life threatening disease. 
This genre helps supporting patients  
and family caregivers making health care 
choices that lead to better quality of life 
and existential well being
•	 To	provide	information,	to	ascertain	awareness	
(diagnosis-prognosis) (Barnett: 2006)
•	 To	inform	patients	about	life-limiting	illness	and	 
to let them understand, eventually leading to 
communication of treatment preferences  
(wagner: 2010)
•	 Help	patients	to	cope	and	foster	hope	…	The	
challenge for hps is to help patients refocus their 
goals and hopes onto those things that can be 
realistically achieved. (clayton et al: 2005)
Normative background:
•	 Telling	and	knowing	the	truth	is	highly	
valuable. Transparency about death and 
dying.
•	 Watch	a	delicate	“balance	between	the	
requirement of honesty with the need 
for hope”
•	 “Establish	a	hope	within	reach”
•	 73%	of	the	GPs	reported	that	discussions	of	
prognosis are often necessary or essential in the 
management of severe copd (elkington et al: 2001)
•	 Patients:	physicians	should	maintain	a	balance	
between being realistic and providing them with 
information in a way with which they can cope 
(wenrich et al:2001)
•	 Patients	expressed	a	continuing	need	for	hope	even	
when they knew and accepted that they were in the 
terminal stages of disease and had a limited life 
expectancy (Kirk et al: 2004)
•	 Supporting	hope,	leaving	the	door	open	(allow	the	
preservation of hope) (Kirk et al:2004)
Form:
•	 Balanced	attitude	(being	open	without	
being overwhelmed by compassion)
•	 Choice	of	topics	(meta-communication;	
knowledge of the individual need for 
detail; framing “honestly but positively”; 
explore spiritual issues)
•	 Choice	of	wording	(implicit	talk	about	
treatment plans and their expected 
value; use of analogies and metaphors; 
avoid medical technical jargon and 
numerical data; special attention to  
the word ‘hope’)
•	 Paradoxically,	while	oncologists’	compassion	may	
serve to protect patients from learning their grim 
prognosis, such compassion also drives oncologists’ 
respect for self-determination to the point of fully 
disclosing prognosis to patients, but at the cost of 
occurring too late in time to be meaningful for 
effective decision-making (gordon et al: 2003)
•	 Using	meta-communication:	the	importance	of	
warning the patient before bad news was delivered/ 
as to the level of precision wanted by the patient. 
(rogg et al: 2010)
•	 Avoidance	of	accuracy	was	suggested,	both	in	the	
choice of wording and when patients requested 
information regarding survival time (rogg et al: 2010)
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openness about prognosis contributes to a patient-professional relationship in which 
a focus on the management of a life threatening disease is central62,78,88.
The studies reviewed also show that patients and proxies might try to shield each 
other from bad news, thereby compromising the ideal of honest communication. This 
shielding could be dictated by patients’ and caregivers’ cultures: Kreling89 shows, for 
example, that Latino caregivers consider truth telling harmful and prefer ignorance 
about illness and imminent death. On the contrary, white professionals feel more obliged 
to overcome cultural assumptions connected to the word ‘cancer’ as these assumptions 
cover up that patients are dying or cause patients to think that the prognosis is much 
worse than it actually is86. In general, Western HCPs’ are asked to explore and break any 
protective silence, while at the same time guaranteeing autonomy and confidentiality58. 
Interestingly, during discussions these professionals will more likely reach agreement 
with younger or non-white people, or people with a lower financial status90.
Although both patients and HCPs speak highly of truth telling and discussing dying and 
death, these issues remain disputed in the literature. There are practical obstacles, such 
as HCPs not knowing the exact prognosis themselves, especially in the case of unpre-
dictable progressive illnesses like chronic heart failure50,91 or patients’ inability to listen 
to bad news the whole way through78. In addition, studies refer to more fundamental 
problems: patients and palliative care specialists state the necessity to balance ‘the 
requirement of honesty with the need for hope’47,51,74. Patients experience an ambiguity 
towards wanting to be told and yet not wanting to know57. In more formal ethical terms 
the studies reviewed show that the prerogative to disclose prognosis goes alongside the 
prerogative to prevent the patient from harm by missing out on hope56,61,92. Although 
the importance of hope has not been stated clearly, the general tendency in the studies 
reviewed is to think that hope is continuously needed and should therefore always be 
maintained. When the possibility of a cure is excluded, the truth about the severity of 
diseases should be presented to patients in relevant, understandable portions30,57,74, 
thereby potentially still leading to consolation29,56,57. HCPs generally incline toward 
fostering a hope within reach92 by focusing on realistic goals, timeframes, and ‘treat-
ment options, even if they are palliative options’47,56,78. Patients, however, request to 
leave room for hope for a miracle next to their realistic prognosis57.
The ‘conversation to instill realism’-genre: elements of form
The studies reviewed show that HCPs lack a ready-made recipe or guideline to disclose 
prognoses78. However, a correct attitude, choice of topics, choice of wording, and 
arrangements of conversation could maintain the balance between truth and hope.
In the case of discussing prognosis with patients with severe COPD, one study shows that 
40% of the family physicians have difficulties imagining their patients’ state of mind88. 
As a result, many patients who like to discuss their prognosis with their physicians do 
not get this opportunity. Not only a lack of imagination by HCPs, but also a surplus of 
compassion could bother patients: too compassionate oncologists are inclined to pro-
tectionism, hiding grim prognoses for their patients92.
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Some studies suggest that HCPs better start their discussions about prognosis in a rather 
veiled way: meta-communication can help announcing bad news in a careful way and 
gives patients time to express their individual need for detail57,61,78. During discussions, 
patients need understandable language, not in any way dominated by medical technical 
jargon74. Explicit time indications and numerical or statistical data about prognoses 
and dying trajectories are usually replaced by more implicit talk about treatment plans 
and their expected value44,78,92,93. Analogies (“I was knocked out by the news of the 
recurring cancer”) and metaphors (“let’s fight this battle with cancer”) help patients 
and HCPs to be more geared to each other’s perceptions48,94. The use of euphemisms 
is, however, considered as not speaking plainly to patients83.
If patients express denial or unrealistic expectations, posing hypothetical questions 
might nonetheless help to explore patient needs56. In the literature, patients with 
advanced cancer explain that framing discussions of prognosis honestly but positively 
encourages instead of destroys hope. The hope for living their lives ‘fully until death’ 
is a valuable hope, contrary to false hope, which is considered a professional iniquity47. 
Moreover, special attention for patients’ use of the word ‘hope’ as a verb could help 
HCPs to learn about patients’ needs, as ‘I hope you…’ expresses interpersonal expecta-
tions for a future disease trajectory. The expression of the word ‘hope’ as a noun is 
equally valuable to HCPs when referring to a patient’s subjective hope, varying in 
amounts and in particular relation to a patient’s well being: ‘I nurse hope for a pain-
less death’95.
The studies reviewed also mention communication about a hope based on religious spir-
ituality. Although hospice patients “favor physician inquiry about spiritual beliefs”66,72,96 
and HCPs are, in general, equally willing to explore spiritual issues to enhance spiritual 
strength and spiritual processing28,32,96, patients reject discussing their spiritual or reli-
gious preferences with preaching caregivers72,96. The introduction of spiritual topics 
requires time, and caregivers feeling experienced, competent, and responsible for 
spiritual well being96,97.
Discussion and conclusion
Discussion
Below, we will discuss the abovementioned two genres in the light of upcoming telecare 
technologies in the medical practice of palliative care98-100.
Except for three articles in our sample (telephone and videophone consultation), face-
to-face communication is the obvious communication channel; it finds itself beyond 
discussion. The dominance of face-to-face communication likely refers to a central 
element of palliative care’s normative basis, namely physical proximity or being close 
to vulnerable patients98. This ideal of proximity is reflected in the conversation to 
connect-genre and is also latent in the conversation to instill realism-genre. This 
raises the questions whether and how a proximity-based palliative care practice, which 
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emphasizes appropriate physical contact by the HCPs, is able to incorporate technology-
mediated communication in the future.
Another issue is how to generate and maintain a trustful relationship through telecare 
technologies. These technologies might contribute to trustful relationships by enabling 
care communication at a distance, thereby extending HCPs capacities to connect to 
patients’ and proxies’ daily social life outside the care facility. Moreover, telecare tech-
nologies will likely change palliative care’s time-dimension: it seems easier to establish 
long-term commitments through telecare as HCPs and patients are, in principle, no 
longer bound to particular places and more flexible in finding time for each other. 
Current literature already refers to telecare’s contribution to extended care, participant 
reassurance and awareness of symptom management99-101.
However, in palliative care, adoption of a medical technical paradigm may lead to 
avoidance of empathic contact. A stereotypical belief about telecare technologies is 
that they too generate this focus on the technical instead of the personal, resulting in 
objectification instead of humanization98. Can telecare technologies provide their 
users with an open environment, where they can learn each other’s state of mind, 
address cues about intimate topics, and build shared care?
The third issue is how to instill realism through telecare technologies. Are telecare 
technologies ‘warm’ technologies that offer enough emotional connectedness to tell 
difficult truths at a distance? Or are these technologies too ‘cold’ for patients and 
HCPs to jointly generate a hope within reach? Telecare technologies, like all technolo-
gies, are known for their capacity to enlarge some aspects of life, while obscuring 
others. Can Western HCPs keep up their standards of providing maximal transparency 
in such a technological context? Can they still sooth human emotional life, distract 
from (mortal) fear and bolster positive thoughts75 through technologies? Provide a 
hope that functions as fuel for living a life to the fullest that, physically noticeable, is 
coming to an end47?
Fourthly, from a patient perspective, just being monitored does not merely contribute 
to active patient participation. However, when (tele)consultation is added to monitor-
ing, telecare could lead to patients’ needs being better addressed. But only when these 
(tele)consultations offer the possibility for dialog, will patients be able to ally with 
their HCPs in making health care decisions, and truly assess and accept the value of 
telecare99? HCPs, for their part, could also use telecare technologies to shape and opti-
mize interprofessional communication, making sure that the patient is embedded in 
a well-informed care team99.
By using the systematic, grounded approach we were able to do justice to the context 
from which the genres arose, Western palliative care, including its sub cultural differ-
ences. The reconstruction of a genre was a constant process of triangulation102,103. The 
validity of the findings was ensured by deploying two close readers for the data extrac-
tion (investigator triangulation), by repeatedly presenting the open thematic coding and 
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‘conceptual categories-substantive categories’ constructs to peers and by the constant 
comparison of data (data triangulation).
Conclusion
In conclusion, the stepwise data analysis procedure, wherein the concept of genre was 
merged with a qualitative research methodology, proved to be valuable for reviewing 
scientific literature on communication in palliative care. The review process resulted in 
two frequently used communication genres, the conversation to connect and the con-
versation to instill realism, which clarify the logical intertwinement between socially 
recognized communicative purposes, the socio-ethical background underlying the 
palliative care practice and elements of form; the genres help understand current 
communication in palliative care and anticipate on future communicative actions in 
an era of technology-mediated interaction. We like to refer back to Table 3 and Table 
4 for a more detailed schematic overview of these genres.
Practice implications
As general medical practice increasingly embraces new communication technologies, 
further consideration of the possible effects of these new technologies on the care 
giving practice and vice versa is pivotal. Especially in palliative care, where the delicate 
and value laden context of death and dying defines communication, it is crucial to 
study current communication patterns and to discuss how new communication tools 
can strengthen or frictionize the existing care giving practices17,104. Such research will 
clarify the future role and position of the patient in the care giving process, and will 
support education for patients and caregivers about how to use these tools in a respon-
sible manner.
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Abstract

Background
The problems and needs of advanced cancer patients and proxies normally increase as 
the disease progresses. Home-based advanced cancer patients and their proxies benefi t 
from collaborations between primary care physicians and hospital-based palliative care 
specialists when confronted with complex problems in the last phase of life. Tele-
medicine might facilitate direct, patient-centered communication between patients and 
proxies, primary care physicians, and specialist palliative care teams (SPCTs). This study 
focuses on the impact of teleconsultation technologies on the relationships between 
home-based palliative care patients and hospital-based palliative care specialists.
Methods
This work consists of a qualitative study among patients, family members, and caregivers 
that utilizes long-term direct observations, semi-structured interviews, and open inter-
views following the observations.
Results
The analysis of the empirical data resulted in three key concepts that describe the 
impact of teleconsultation on the patient-professional relationship in palliative home-
care: transcending the institutional walls of home and hospital; transparency of teleconsultation 
technology; and technologized, intimate patient-professional relationships. Teleconsultation 
offers (1) condensed encounters between home-based palliative care patients and dis-
tant professionals, (2) a unique insight into the patients’ daily lives for palliative care 
specialists, and (3) long-term interaction that results in trustful relationships and 
experiences of intimacy and relief.
Conclusions
Teleconsultation fi ts the practice of home-based palliative care. Teleconsultation can, 
if well applied, facilitate computer-mediated but empathic patient-palliative care spe-
cialist relationships, which enable professional care attuned to the patient’s context as 
well as patient involvement. This article proposes a teleconsultation implementation 
guide for optimal use of teleconsultation in daily palliative care practice.
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Background
Patients with advanced cancer mostly suffer from severe physical and psychosocial 
problems as the disease progresses1. These problems require a palliative care approach 
that strongly focuses on the maintenance of patients’ and proxies’ quality of life2. 
Home-based advanced cancer patients usually rely on their primary care physicians 
for community-based palliative care. Specialist palliative care is not always easily and/
or timely accessible to them because a part of the primary care physicians ignore 
collaborative care networks3,4 or functional decline hampers patient visits to outpatient 
palliative care facilities. However, specialist care is desirable when complex problems 
arise5,6. Therefore, experts in the field emphasize collaboration between patients, 
primary care physicians, and specialist palliative care services to guarantee continuous 
high-quality care in the community5,6-8. How home-based palliative care patients can 
present themselves within such collaborations remains unclear, especially as these 
vulnerable and often immobile patients usually cannot travel to multidisciplinary care 
settings. In this regard, telemedicine may be promising for the provision of multidis-
ciplinary palliative care, as it enables patient and physician involvement at a distance.
Telemedicine technologies are known to facilitate the support for and monitoring of 
home-based palliative care patients. For example, online monitoring enhances patients’ 
incorporation of illness(es) into their daily routines and yields improvements in cancer-
related pain and depression9,10. Furthermore, a “telehospice” project found that patients 
and caregivers were enthusiastic about the “instant face-to-face communication” with 
a hospice worker via the use of videophone technology11. A qualitative study in the 
field of chronic obstructive pulmonary disease (COPD) showed that the use of webcams 
for patient-professional contact contributed to concentrated conversations, revealed 
non-verbal cues and opened up personal spaces12. However, telemedicine’s potential 
to intensify caring relationships is accompanied by the fear that technologized services 
dehumanize patient-professional relationships13-17 by imposing protocols that obstruct 
compassionate palliative care18-20 and disrupting patients’ home lives11. These fears have 
hindered the widespread implementation of telemedicine in palliative care settings21,22. 
Hence, this study examined how telemedicine facilitates or limits the patient-profes-
sional relationship, which is considered the key to palliative care20. In particular, this 
study investigates the practical and normative fit of weekly real-time audiovisual tele-
consultations between home-based patients who require palliative care, their primary 
care physicians, and hospital-based palliative care specialists16.
Methods
This study’s qualitative design included long-term observations of ‘home-based patient-
specialist palliative care team (SPCT) clinician’ communication during teleconsultations 
and serial semi-structured interviews with patients, family caregivers, primary care phy-
sicians (PCP), and SPCT clinicians. The Medical Research Ethics Committee of Arnhem-
Nijmegen, Netherlands, approved this study and the consent procedure described 
below (NL32164.091.10) in September 2010. The patients and informal caregivers were 
included after a) verbal consent from a patient’s PCP and b) written informed consent 
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Figure 1. distant care for the dying: a teleconsultation service between a specialist palliative 
care team, patients, family caregivers and primary care physicians
Nurse practitioner 
palliative care (NP)
as part of a
multidisciplinary specialist 
palliative care team
(consisting of: 
anesthesiology, 
internal medicine, 
family medicine)
Personal primary care physician
Community care
step 1
step 2
Legend
Step 1
a. The np initiates digital bedside consultations with the patient on a regular basis 
(starting with 1 teleconsultation a week).
b. duration: approximately 30 minutes.
c. standardized inventory of patient’s symptoms and other multidimensional problems.
d. The np provides practical advice on caring and nursing; abstains from direct medical treatment 
advices and decisions.
Step 2 (not the focus of this particular study)
a The np discusses her fi ndings with palliative care specialist and reports to the primary care 
physician.
b. involved health care professionals compose and/or discuss the treatment plan.
c. As long as the patient resides at home, the primary care physician is responsible for discussing 
the treatment plan with the patient and together they decide about further treatment and care.
Important notes
a A patient cannot directly contact the spcT via the teleconsultation route as to secure the primary 
care physician’s central position and to prevent anoverload of the care system.
b. in case the primary care physician participated ‘real time’ by visiting the patient at home during 
teleconsultations, the teleconsultation with a patient/consultation with a primary care 
physician/feedback to the patient was compressed into a single interaction.
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of both patient and one of his/her close informal caregivers. Data were recorded from 
November 2010 to March 2013.
Teleconsultation device
Weekly videoconferencing interactions were performed between a hospital-based SPCT 
and palliative care patients living at home (Figure 1). PCPs were invited to attend the 
teleconsultations at the patient’s home. If PCPs could not be present online, the SPCT 
subsequently shared the content of these teleconsultations with the PCPs. Due to 
rapid technological developments, two teleconsultation devices were used during the 
course of this study: 1) a simplified desktop computer called a “Bidibox” (Focuscura 
Inc.; Netherlands) and 2) an iPad 2 (Apple Inc.; United States). The change to a tablet 
computer was inspired by the clear advantages of tablet computers for palliative care 
patients.
The teleconsultation service was implemented in the daily Dutch palliative care prac-
tice, in which primary care physicians have full responsibility for home-based patients 
(including regular contacts and home visits). Primary care physicians can use telephone 
consultations with more specialized colleagues for additional palliative care expertise. 
If a home-based palliative care patient is discharged from a hospital with a specialist 
palliative care team, he/she might still occasionally visit this hospital-based team as an 
outpatient or the team might stay in touch with the patient by phone. Hospital-based 
palliative care team clinicians will seldom visit patients at home. If outpatients continue 
to contact a hospital-based specialist palliative care team, the team members and the 
primary care physicians should share their information to prevent parallel care.
Patient recruitment
Home-based palliative care patients were recruited following a purposeful sampling 
procedure23. The following inclusion criteria were applied: patients a) were suffering 
from any advanced-stage cancer, b) had an estimated life expectancy ≤ 3 months 
c) had a poor functional status (Karnofsky score ≤ 60)24 (designated in the US as “hospice 
appropriate”), d) lived at home under the direct supervision of their primary care 
physician and were supported by an informal caregiver, e) were over the age of 18, 
and f ) were Dutch-speaking. Cognitively impaired patients were excluded from this 
study. In addition, two non-oncological patients with end-stage COPD (GOLD Grade 425, 
increasing exacerbation frequency, occurrence of co-morbidity, dyspnea, and cachectic 
syndrome) were also recruited26. The death or dropout of patients defined the end of 
the study.
Data collection – observations and in-depth interviews
The practice of teleconsultation was repeatedly assessed from different participant 
perspectives at different moments in the terminal care trajectory. During the research 
period, interim analyses determined the focus for further investigations. Triangulation 
was applied between cases (a case consisted of one patient, his/her informal care, his/her 
primary care physician(s), and the SPCT clinicians involved), between observational 
and interview data within a case, within interviews by approaching teleconsultation 
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from different perspectives, and between the participants’ different (professional) 
perspectives27-29.
Three techniques were used in this study.
1. Long-term direct observations.
The main researcher (JG) observed the weekly teleconsultations at the patients’ homes 
or alongside the SPCT clinicians. As a result, the main researcher (JG) developed long-
term relationships with both the patients and involved professionals. Observations were 
made using an observation guide (Appendix 130). The observation guide structured the 
field notes, which also contained verbatim passages of the audio-recorded teleconsul-
tations and/or open follow-up interviews.
2. Semi-structured interviews.
In addition to the observations, semi-structured interviews were scheduled with 
respondents: patients, informal caregivers, primary care physicians, and SPCT mem-
bers31,32. With respect to patients and SPCT members, the data collection followed an 
iterative process: the results of earlier observations determined the number of inter-
views and the selection of topics from the interview guide (Appendix 2). With respect 
to primary care physicians and informal caregivers, a baseline interview and an exit 
interview after the end of patient participation were administered.
Interviews were audio-recorded and transcribed verbatim. All data were uploaded in 
CAQDAS ATLAS.ti (version 6) for analysis.
3. Open follow-up interviews.
The researcher’s presence at a patient’s home or in the hospital before, during, and after 
the teleconsultations provided opportunities for open follow-up interviews regarding 
the participants’ experiences with the teleconsultation. The questions asked were 
based on to the topics from the interview guide (Appendix 2).
Data analysis
The qualitative data were analyzed using the open, axial, and selective coding that is 
common to a grounded theory approach23,27. The main author (JG) started with open 
coding of the field notes and interview transcripts from the first 12 cases. Second, a 
“constant comparative analysis”27 was undertaken by JG to compare codes and accom-
panying quotations to categorize the codes by themes (in graphic network views in 
ATLAS.ti). Third, JG axially coded the data to create a coherent picture of the emerged 
themes, distinguishing themes from subthemes and explaining their mutual relation-
ships. This process resulted in graphic tree structures of themes accompanied by 
explanatory memos, all of which were extensively discussed with the other authors. 
Four key concepts were constructed at the top of the tree structures. Finally, the tree 
structures were transformed into a classification scheme that included the four key 
concepts, themes, and subthemes. Members of the multidisciplinary research group 
then tested and valued the classification scheme. They independently coded a cross-
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Table 1. characteristics of the study participants
Patientsa
Number of participants
sex (male/female) 10/8
Age groups (number of patients; range)
18-44 years old 3 
45-64 years old 7 
65+ years old 8 
informal care support
living with a patient 11
family caregiver 4
informal caregiver other than family caregiver 2
no informal care 1
diagnosis – cancer 16
sarcoma (osteosarcoma) 1
gastric intestinal cancer (appendix, 2; gastric, 1; colon, 1) 4
Brain tumor (1) 1
urogenital cancer (bladder, 1; cervix, 1; prostate, 2) 4
head and neck cancer 2
melanoma 1
Breast cancer 1
pancreatic carcinoma 2
diagnosis – copd 2
number of patients via recruitment strategy
primary care physicians 3
palliative care nurses from renowned homecare institution 1
specialist palliative care team 12
specialist nurses for respiratory diseases 2
Primary care physicians
Number of participants
independent primary care physicians 18
SPCT members
Number of participants
palliative care physicians 8
nurse practitioners/nurses 4
a four patients far exceeded the 3-month life expectancy (range 192-418 days in the study). Twelve patients 
remained in the study less than 2 months; of these 12 patients, 1 left the study because of dissatisfaction,  
2 left because of a transfer to a hospice, and 1 left because of the prospect of receiving euthanasia.
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section of the research data according to the scheme and jointly discussed their codings. 
Subsequently, JG utilized the classification scheme to selectively code the data from 
the remaining 6 cases to refine the classification scheme and test its coherence23. 
A member check was performed for the four main themes and subsequent subthemes.
Results
A total of 18 palliative care outpatients, 16 with cancer and 2 with COPD, were included 
in the study. The patients’ mean age was 61 years old (range 24-85). The median time 
of participation was 43 days (range 7-418). Additionally, 17 informal caregivers, 15 PCPs 
(all related to the included patients) and 12 SPCT clinicians participated in this study 
(Table 1). The 18 cases produced 55 interviews, 40 open follow-up interviews, and 129 
field notes.
The overall study on teleconsultation in palliative homecare produced four key con-
cepts. Of these four key concepts, three explained ‘home-based patient-palliative care 
specialist’ relationships that arise from teleconsultation and were elaborated on in this 
paper. The three key concepts that emerged from the empirical data were: (a) transcen-
dence, (b) transparency, and (c) technologized, intimate caring relationships (Table 2). The fourth 
key concept, which is about interprofessional collaboration in home-based palliative 
care via teleconsultation, was discussed elsewhere (unpublished data).
Table 2. Taxonomy of key components defining the fit of teleconsultation technology and 
service into the practice of palliative homecare
Key components Themes
1. Transcending  
the institutional 
walls of home  
and hospital
a. surplus value of teleconsultation technology in enabling specialist care 
at home
b. Teleconsultation technology’s incentive to join in condensed digital 
encounters
c. The potential of teleconsultation technology to jeopardize privacy
2. Transparency  
of technology 
defines quality  
of care
a. The requirement of instant use
b. Teleconsultation’s fit into the patients’ domestic lives
c. A mediated clinical eye
d. physical proximity
3. Technologized, 
intimate patient-
professional 
relationships
a. Teleconsultation enables long-term engagement resulting in trustful 
relationships
b. feelings of intimacy
c. feelings of relief
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Transcending the institutional walls of home and hospital
The research material revealed the transcendence of institutional walls as a quality of 
teleconsultation in palliative homecare. Three subthemes could be discerned: the sur-
plus value of teleconsultation technology (TCT) in enabling specialist care at home, the 
TCT’s incentive to join in condensed digital encounters, and the potential of TCT to 
jeopardize privacy.
Palliative care patients and their caregivers valued the capacity of TCT to transmit 
specialist care to their homes, thereby obviating distressing hospital visits. Home is “the 
place where [they were] not dying men” (PA13), where the patients felt comfortable 
and in control.
Informal caregiver 3: “… at that moment, she was no longer capable of going to the hospital. 
And contact with the SPCT, through the video screen, came in handy then. Because if she would 
have to go to the hospital every time, she was just too tired for that.”
With regard to the TCT’s incentive to join in condensed digital encounters, participants 
emphasized that being able to see one another’s eyes, facial expressions, and situational 
contexts allowed them to be absorbed in an exclusive digital connectedness. Respondents 
deemed teleconsultation’s focused attention necessary to expose discrepancies in 
patients’ stories or potential dissimulations.
Patient 3: “You want to put on a brave front, and with the telephone, you’re always able to 
deviate from the truth. With this thing [TCT], they immediately see everything. … It is impos-
sible to keep up appearances anymore, and somehow that is quite comforting. That they know 
immediately that you’re feeling miserable.”
Furthermore, the interviews and observations showed that TCT could jeopardize patient 
privacy. TCT opened up two social spaces, the home and hospital, which included, among 
others, co-present medical personnel and/or proxies, together with their prominent per-
sonal communication technologies (e.g., phones, pagers). Notwithstanding the hospital 
customs of asking consent for the presence of others and using a teleconsultation room, 
patients were sometimes surprised by unannounced intrusions of other people during 
teleconsultations, which resulted in privacy infringement. Informal caregivers played 
a significant role in creating a private conversation at home: some of them left the room 
to not overhear the teleconsultation between the patient and professional. Others 
accepted incoming calls at inconvenient moments, thereby exposing embarrassing 
situations.
Patient 1: “Yes, I think that’s just appropriate, [announcing] that there are more people over-
hearing [the teleconsultation]. … That’s privacy. It gets secured this way. You know about it. 
If you don’t want it, you can always say that.”
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Transparency of technology defines quality of care
With regard to TCT’s quality of transparency, the research revealed four aspects: the 
requirement of instant use; teleconsultation’s fit into the patients’ domestic lives; 
a mediated clinical eye; and physical proximity.
Readiness for instant use was occasionally compromised by hardware and software 
breakdowns, but transparency was most limited by a lack of Internet bandwidth: this 
low bandwidth created indefinable images and caused the sound to “break up into 
little pieces” (PA16). Such incomplete communication hampered “the medium [to] 
fade away, and [the conversation partner to] become increasingly visible” (PA13).
A large and immobile desktop device limited the capacity of teleconsultation to fit into 
the lives of weakened, often bedridden patients. In contrast to the tablet computers 
used later in the project, the immobile desktop device reminded some patients of 
their approaching death.
Patient 7: “[a teleconsultation device] is not something you have at home when you’re in 
full glory… It reminds you of going toward an ending.”
The analysis indicated that SPCT clinicians considered TCT images, which were limited 
to a patient’s head and upper chest, useful adjuncts for diagnosis. However, essential 
colors for diagnosis (e.g., yellow related to an icterus), small emotional cues, and 
physical indicators of decline (e.g., the fit of dentures) were often not discernible in 
these images. Nevertheless, SPCT clinicians did notice general physical progress or 
regression over time (e.g., blushing or weight loss) and/or mental states, as indicated on 
the patients’ faces (e.g., anxiety or delirium). They could also use TCT to determine the 
patients’ personalities and social contexts (household; home relationships) and to tend 
to the proxies and provide them with necessary counseling, to the delight of informal 
caretakers. In exchange, informal caretakers frequently functioned as prompters for 
patients, helping patients and clinicians to complete anamneses.
SPCT clinician 4: “And the image, it’s additional and supportive. You see someone’s status 
[…], which makes the picture complete.”
The final aspect, (a lack of ) physical proximity, was revealed when SPCT clinicians 
explained that they avoided discussing sensitive, emotional topics with particularly 
vulnerable patients via TCT because they did not feel sufficiently close to be able to 
comfort these patients. In contrast, these same patients reported that a physically 
distant, unobtrusive professional listener provided exactly the freedom needed to pour 
out one’s heart, after which “normal” life could be resumed.
SPCT nurse 1: “[a sigh] that was intense [and cries]. You just notice that you’re far away […]. 
That man will deteriorate rapidly from now on […]. I would really prefer to sit next to him 
now. A bit more personal. However, that’s how it is.”
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Patient 1: “I cried during the conversation. [I: Yes, and afterwards…] I’m calm again. 
Relieved too […] You just have the opportunity to pour your heart out.”
Technologized, intimate patient-professional relationships
Our research revealed that teleconsultation enabled long-term engagement that resulted 
in trustful relationships and fostered feelings of intimacy and relief.
In general, participants valued the repetitive character of teleconsultations (each new 
appointment meant recognizing that patients “would still be there”; IC17). Building a 
joint medical and interpersonal history with the same group of health care professionals 
facilitated engagement (e.g., incorporating the digital professional into domestic hos-
pitality rituals), trust and tailor-made care. The patients referred to two preconditions 
for this history building: while following patients in their own homes, professionals 
should a) genuinely pay attention and b) avoid becoming patronizing. If these precon-
ditions were met, dynamic, often-humorous discussions about the patients’ and profes-
sionals’ roles during teleconsultations occurred.
Patient 7: “You build a relationship together [with Nurse 1], let’s be honest. It wouldn’t be 
good if it wasn’t so. So you meet each other regularly. You become a little familiar with each 
other and more and more familiar in due time.”
According to patients, teleconsultations helped to overcome extreme introverted focus 
and offered consolation. Weekly teleconsultations inspired patients to actively highlight 
their values of life and death while being surrounded by the calm environment of their 
own homes. Moreover, seeing that the SPCT also addressed the issues of informal care-
takers instilled a sense of relief in patients who understood their loved ones’ suffering.
Patient 13: “The screen goes off and I feel revived.”
The patients’ experiences of intimacy were nurtured by expressions of empathy from 
SPCT clinicians: by considering a patient’s unique situation, verbally and non-verbally 
(e.g., bending forwards, frowning) responding to patients’ emotions, and choosing 
considered opinions over pity (Q36).
Patient 7: “Of course. [Nurse 1] and I have become well acquainted. That’s what you get [with 
teleconsultation]. […] I think that if you meet each other daily, you’ll become freer with each 
other. I don’t tell a passer-by what my life has been like.”
Knowing that an SPCT was available via teleconsultation created a sense of safety and 
relief. The repetitive character of teleconsultation allowed it to serve as a reference 
point for instant discussion of symptoms and treatments. However, the onset of dying 
ultimately dispelled the patients’ desire for active participation.
IC5a: “And [the SPCT] can notice it immediately if something changes. It will be seen directly, 
if PA5 changes one way or the other. Instead of having to go to the hospital.”
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Discussion and Conclusions
This study demonstrated that three key components can describe the impact of tele-
consultation on the home-based palliative care patient-palliative care specialist relation-
ship: TCT enables patients and professionals to transcend the institutional walls of the 
home and hospital, TCT’s transparency changes the quality of care, and technologized 
but intimate patient-palliative care specialist relationships are real and prevalent in 
teleconsultations.
The fit of real-time teleconsultation into palliative homecare
Specialist palliative care teleconsultations support a comfortable last phase of life, as 
they enable patients to receive expert care at home (in agreement with Clark18). Tele-
consultations require the focused attention of professionals, which ideally leads to 
the refinement of their listening skills using visual clues9,16. In contrast to modern-day 
people’s tendencies to mainly use communication technologies for non-synchronous 
connections33, this study’s patients aimed for synchronous connections with experts 
to truly expose themselves and no longer suffer in silence.
This study demonstrated that tablet computers best fit the praxes of SPCT clinicians. 
The tablets easily expose patients, patients’ lifestyles, and social contexts. If SPCT 
clinicians apply the correct hermeneutics (i.e., knowing the particularities of TCT’s 
translation of a real situation into an image)34, tailor-made distance care becomes 
possible. Tablet computers, rather than desktop devices, also support patients’ peace of 
mind, as these computers merged into the home environment and, therefore, did not 
remind them of their evolving medical condition9,13,17,35,36 if privacy intrusions were 
avoided.
SPCT clinicians occasionally had reservations about addressing painful truths and 
emotional topics in teleconsultation due to the absence of physical proximity9. Even 
though the literature suggests that technology results in detached, dehumanized rela-
tionships13,15,19,20, our study demonstrated that patients felt that the distance created 
by the technology was valuable free space wherein they could pour out their hearts, 
define their own roles, and co-design their own care in more equal patient-profes-
sional relationships. Teleconsultations enabled regular, timely “conversations to con-
nect” with (the same) professionals15,37 in which medical and personal engagement 
were principal drivers.
Practical implications
In the near future, patients will become more central to their own care via the use of 
modern communication technologies. Based on direct patient experiences, this study 
revealed the possibilities of teleconsultation provided that particular pitfalls are 
avoided. Both the pitfalls and the opportunities are summarized in an implementation 
guide to create tailor-made, multidisciplinary palliative care via the attentive use of 
teleconsultation (Figure 2).
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Figure 2. practical implications: a step-by-step implementation guide for multidisciplinary 
and/or interdisciplinary palliative homecare by means of teleconsultation.
Basic principle: Teleconsultation enables palliative patients to 
remain in the comfort of their homes as much as possible.
Step 1. Ask patients for their motives in agreeing to teleconsultation; professionals 
should explain the possibilities and limits of technology and service to patients.
Step 2. Before teleconsultation starts, spcT clinicians should organize a single face-to-face 
encounter to build a complete picture of the patient.
For a specialist palliative care team (nurse practitioners; palliative care physicians):
For palliative patients and informal caregivers
Step 3. design the 
context
•	arrange	a	private	
consultation room
•	ask	patients’	consent	
for the presence of 
others
•	acknowledge	
teleconsultation’s 
status and give it 
primacy over the 
phone and/or beeper 
➝ responsibilities for 
ad hoc care in the 
hospital should be 
delegated to 
colleagues
•	be	on	time
Step 6. Patient awareness
•	be	aware	of	the	quasi-public	character	of	the	teleconsultations	and	guard	privacy	during	teleconsultations
•	be	aware	of	the	possibility	for	participating	in	advanced	care	planning	and	of	the	freedom	to	expose	
oneself and share personal values of life and death 
•	be	inventive	in	showing	important	aspects	of	the	illness
•	start	with	teleconsultation	in	the	palliative	phase,	as	that	will	lead	to	being	accustomed	to	its	dynamics	
during end-of-life care
Step 4. design communication - form
•	control	whether	you	are	properly	positioned,	but	then	focus	on	the	 
patient and not on your own presentation; let yourself be absorbed into  
the conversation and provide personal attention and emotional contact
•	adopt	an	attitude	of	genuine	listening,	be	patient,	and	let	conversation	
partners have their say ➝ use the images to read faces and social contexts 
(e.g., proxies; home relationships); complex: taking someone aside
•	show	empathy	by	taking	patients	seriously,	take	your	time,	resonate	with	
emotions, and use considered opinions over pity
•	be	aware	of	the	hermeneutic	relationship	with	the	TCT:	use	triangulation	
(other sources; important role for the primary care physician or family 
caregiver) to be sure that you perceive the actual situation ➝ do not opt  
to transfer the patient to the hospital before consultation with the patient 
and pcp
design communication - content
•	avoid	using	the	TCT	as	a	conversation	topic	as	much	as	possible
•	address	discrepancies	between	what	has	been	told	and	what	you	see
•	do	not	hold	back	from	sensitive	topics;	although	proximity	might	be	
important to your care, it might not be that important to patients
Step 5. design a teleconsultation service
•	use	integrated	hardware	and	stable	software;	check	whether	the	Internet	is	sufficiently	stable	to	
guarantee a natural communication flow
•	use	tablet	computers	for	mobility	and	to	make	the	device	less	conspicuous
•	offer	regular,	timely	contacts	until	a	patient’s	death	and	continuity	with	professionals;	avoiding	 
a patronizing attitude will lead to patients feeling recognized and engaged and will build trust and  
a joint history
•	use	teleconsultations	to	break	through	the	extreme	introverted	focus	of	patients	
•	availability	of	teleconsultation	creates	a	sense	of	safety
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Study limitations
The design of the data collection was strictly planned, but real-life palliative care situa-
tions demanded a more flexible research approach that was focused on the well-being 
and increasing vulnerability of patients and their informal caregivers. Open follow-up 
interviews regularly replaced the semi-structured interviews. Although separate inter-
views with patients and informal caregivers were preferred during the study, dyad 
interviews (i.e., patients and informal caregivers) often occurred. This practice may 
have hampered the respondents’ freedom of expression, but dyad interviews also 
introduced meaningful additions, discussions, and insights into family dynamics38.
Our sample may have contained selection bias because both the teleconsultation tech-
nology and the research generally attracted curious patients who were eager to control 
their care18. The change from a stand-alone desktop to a tablet computer largely improved 
patient acceptance and has lowered the threshold for participation during the study. 
The analysis showed sufficient diversity to secure theoretical profundity.
Unanswered questions and future research
This paper focused on the relationship between SPCT members and home-based patients 
mediated by teleconsultation technology. The changes in relationships between the 
primary care physicians and hospital-based palliative care specialists due to telecon-
sultation will be discussed elsewhere (unpublished data).
This study about the fit of teleconsultation technology into palliative care introduced 
two new ethical questions. How does a teleconsultation technology, which naturally 
invites participants to active communication, relate to the emphasis on being silent with 
a patient as described in palliative care literature20? Furthermore, will technologized 
communication in palliative care contribute to a temporary reduction of suffering by 
providing patients with brief, precious reconnections with an understanding social 
environment, albeit a medical one39?
In conclusion, teleconsultation fits the practice of home-based palliative care. Tele-
consultation, however, has to be carefully applied in line with this article’s implemen-
tation guide in order to succeed. Mediated by computer technology, teleconsultations 
enable focused attention and listening, empathic engagement between patient and 
palliative care specialists, and an opportunity for patients to co-design their own care 
within (the comfort of ) their homes.
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Abstract

Background 
Interprofessional consultation contributes to symptom control for home-based palliative 
care patients and improves advance care planning. Distance and travel time, however, 
complicate the integration of primary care and specialist palliative care. Expert online 
audiovisual teleconsultations could be a method for integrating palliative care services. 
Aim
This study aims to describe a) whether and how teleconsultation supports the integra-
tion of primary care, specialist palliative care, and patient perspectives and services and 
b) how patients and (in)formal caregivers experience collaboration in a teleconsulta-
tion approach.
Design
This work consists of a qualitative study that utilizes long-term direct observations and 
in-depth interviews.
Setting/participants
Eighteen home-based palliative care patients (16 with cancer, 2 with COPD; age range 
24-85 years old), 12 hospital-based specialist palliative care team (SPCT) clinicians, and 
17 primary care physicians (PCPs).
Results
Analysis showed that the introduction of SPCT-patient teleconsultation led to collabora-
tion between PCPs and SCPT clinicians in all 18 cases. In 17/18 cases, interprofessional 
contact was restricted to back stage work after teleconsultation. In 1 deviant case, 
both the patient and the professionals were simultaneously connected through tele-
consultation. Two themes characterized integrated palliative care at home as a conse-
quence of teleconsultation: a) professionals defi ning responsibility and b) building 
interprofessional rapport. 
Conclusions
SPCT teleconsultation with home-based patients leads to collaboration between PCPs 
and hospital-based palliative care specialists. Due to cultural reasons, most collabora-
tion was of a multidisciplinary character, strongly relying on organized back stage work. 
Interdisciplinary teleconsultations with real-time contact between patient and both 
professionals were less common but stimulated patient-centered care dialogues.
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What is already known about the topic?
• Integration of generalist and specialist palliative care into one team serves home-
based patients well, provided that effective interprofessional communication and 
consultation leads to common aims and well-defi ned responsibilities. 
• Teleconsultation or “telehospice” between home-based patients and telehealth 
nurses has proven successful with respect to patient satisfaction, but teleconsulta-
tion has never been studied from a multidisciplinary or interdisciplinary integrated 
care perspective in which a home-based patient can consult both his/her primary 
care physician (generalist care) and, digitally, hospital-based palliative care experts.
What this paper adds?
• We show that teleconsultation between a home-based patient and a hospital-based 
specialist palliative care team stimulates integration of care between primary care 
physicians (PCP) and specialist palliative care team (SPCT) clinicians.
• Due to experiences of loss of control and constantly being judged, professionals 
seem to prefer multidisciplinary collaboration by means of teleconsultation: PCPs 
and SPCT clinicians separately (tele)consult with the patient, after which well-
organized, interprofessional information exchange is required to create attuned 
care between professionals. Separate consults offer more personal freedom in 
engaging with patients and less interferences of working routines by colleagues. 
• Teleconsultation also enables interdisciplinary palliative care. With patient, informal 
carers, and professionals being simultaneously present in a single teleconsultation, 
reciprocity supports the ‘patient as a partner in the care process’ and shared courses 
of action. 
Implications for practice, theory or policy?
• This paper shows the opportunities and barriers of the transfer of expert care to 
the home via teleconsultation connecting patients, primary care physicians, and 
hospital specialist palliative care teams. (Lack of) technical possibilities, like access 
to broadband Internet, will determine the extrapolation of this study’s results to 
lower income countries. Differences in the organization of palliative care in Europe 
(e.g., the role of primary care) may determine the local infrastructure in which 
teleconsultation can be applied.
• If interdisciplinary palliative care by means of teleconsultation technology becomes 
an ideal for future care, medical and nursing students should receive more training 
in becoming collaborative team players and in integrating technologized commu-
nication strategies in palliative care.
• Teleconsultation does not leave room for separate professional domains of expertise 
or running a solo palliative care practice. Teleconsultation has the potential to 
hamper professional territorialism and to integrate multidimensional palliative 
treatment and care.
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Introduction
Integration of generalist and specialist palliative care into one team is presumed to 
serve home-based palliative care patients suffering from complex problems well. Such 
integration requires effective interprofessional communication to generate common 
aims and well-defined responsibilities1-3. This article focuses on two possible forms of 
integration: the multidisciplinary and/or the interdisciplinary team care approach. 
Central to a multidisciplinary team care approach are multiple health care disciplines 
approaching the patient from their own perspective in individual consultations, 
followed by interprofessional interactions about the patient’s state, future care, and 
collaboration4,5. An interdisciplinary approach contains a single consultation with all 
health care disciplines and the patient present at the same time. These interdiscipli-
nary care consultations induce open discussions about care plans and care decisions 
between approximately equal conversation partners, including patients and family 
caregivers4,5. 
Previous studies showed that consultations between primary care physicians and 
specialist palliative care teams reduced patients’ physical symptoms and anxiety6-9. 
Moreover, these consultations improved spiritual well-being and advance care plan-
ning6-8. Preconditions are that information is exchanged accurately and in a timely 
fashion6,9-14. Here, the role of synchronous teleconsultation should be mentioned as 
a possibility to add to or create new palliative care team collaborations between dif-
ferently located professionals. Teleconsultation presents new opportunities for palliative 
care knowledge sharing, taking professional responsibility, interpersonal relationships, 
and caring for patients15,16. As teleconsultation also raises concerns about technologi-
zation and medicalization of dying2,17, this study focuses on the feasibility of telecon-
sultation for collaborative care for Dutch home-based palliative care patients. This study’s 
research questions are a) whether and how teleconsultation supports the integration 
of primary care, specialist palliative care, and patient perspectives and services and 
b) how patients and (in)formal caregivers experience collaboration through telecon-
sultation.
Methods
A qualitative study was employed that included serial observations of teleconsultations, 
unstructured interviews directly following teleconsultations, and serial semi-structured 
interviews with patients, family caregivers, primary care physicians, and specialist pal-
liative care team (SPCT) clinicians. The Medical Research Ethics Committee of Arnhem-
Nijmegen, Netherlands, approved this study (NL32164.091.10) in September 2010. The 
patients were recruited and data were recorded from November 2010 to March 2013. 
Teleconsultation in community palliative care in the Netherlands
In the Netherlands, a primary care physician (PCP) is primarily responsible for a home-
based palliative care patient. The PCP manages professional home care and looks after 
the family. The PCP can call in specialist nursing for medical-technical care (e.g., mor-
phine pumps) and consult peers or specialist palliative care services by telephone. An 
out-of-hours primary care service takes care of patients during nights and weekends. 
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For this study, synchronous audio-visual teleconsultation between a hospital-based 
SPCT and home-based palliative care patients was added to the existing community 
care model. PCPs were invited to attend the teleconsultations at the patient’s home to 
build tripartite consultations between patient, PCP, and SPCT18.
Patient recruitment and informed consent
Home-based palliative care patients were recruited following a purposeful sampling 
procedure19. First author JG approached PCPs, a SPCT, and nurses of a large home care 
institution to identify potential participants. The following inclusion criteria were 
applied: patients a) were suffering from any advanced-stage cancer, b) had an estimated 
life expectancy ≤ 3 months c) had a poor functional status (Karnofsky score ≤ 60)20 
(designated in the US as “hospice appropriate”), d) lived at home under the direct super-
vision of their primary care physician and were supported by an informal caregiver, 
e) were over the age of 18, and f ) were Dutch-speaking. Cognitively impaired patients 
were excluded from this study. The death or dropout of patients defined the end of 
the study.
To establish theoretical replication21,22 the purposeful sampling was carried out along the 
variables patient age, experience with technology, and kind of disease. Therefore, two 
patients with end-stage COPD (inclusion criteria: GOLD Grade 423; increasing exacerba-
tion frequency; occurrence of co-morbidity; dyspnea; cachectic syndrome) were also 
recruited24. Eighteen home-based palliative care patients consented to participate. 
Sixteen patients suffered from cancer, and two patients suffered from severe COPD 
(patient age ranges from 24-85). Additionally, seventeen informal caregivers, fifteen 
PCPs (all related to the included patients), and twelve SPCT clinicians partook in this 
study. 
Informed consent
Before the start of each case study, verbal consent was asked from a patient’s PCP. Then, 
the patient and one of his/her close informal caregivers were asked for written informed 
consent by the first author.
Data collection – observations and in-depth interviews
Three methods for data collection were used in this study.
1.  Serial direct observations: The first author (JG; male; trained qualitative researcher), 
supported by an observation guide (see Appendix 125), observed the weekly tele-
consultations at the patients’ homes or alongside the SPCT clinicians in the hospital. 
Serial observations occasionally resulted in extensive research relationships with 
patients and involved professionals. The field notes also contained verbatim pas-
sages of actual teleconsultations. 
2.  Semi-structured interviews: In addition to the observations, JG conducted semi-struc-
tured interviews with patients, informal caregivers, primary care physicians, and 
SPCT clinicians26,27. For patients and SPCT clinicians, the data collection followed 
an iterative process: the results of earlier observations determined the number of 
interviews and the selection of topics from the interview guide (Appendix 2). For 
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primary care physicians and informal caregivers, a baseline interview and an exit 
interview after the end of patient participation were administered.
 Interviews were audio-recorded and transcribed verbatim. All data were uploaded 
in CAQDAS ATLAS.ti (version 6) for analysis.
3.  Unstructured follow-up interviews: the first author’s presence at a patient’s home or in 
the hospital before, during, and after the teleconsultations provided opportunities 
for unstructured follow-up interviews regarding the participants’ experiences with 
the teleconsultation. If recorded, these interviews were transcribed verbatim. Other-
wise, they were part of the field notes.
 The researcher aimed for individual interviews, but family members sometimes 
participated in the interviews conducted at home. Such dyadic interviews mostly 
added an additional dimension as they offer triangulation of two perspectives on 
events28.
The practice of teleconsultation was repeatedly assessed from various participant per-
spectives at different moments in the palliative care trajectory. During the research 
period, interim analyses determined the focus for further investigations. Triangulation 
was applied between cases (a case consisted of one patient, his/her informal care, his/her 
primary care physician(s), and the SPCT clinicians involved), between observational and 
interview data within a case, within interviews by approaching teleconsultation from 
different perspectives, and between the participants’ various (professional) perspec-
tives29-31.
Data collection resulted in a total of 55 semi-structured interviews (range 15-70 minutes), 
40 unstructured follow-up interviews, and 129 field notes (Table 1,2). 
Data analysis
The qualitative data were analyzed using the open, axial, and selective coding that are 
common to a grounded theory approach19,29. The field notes and interview transcripts 
from the first 12 cases were open coded by the first author (JG). After the open coding, 
a “constant comparative analysis”29 was used to categorize the open codes under more 
general themes (using graphic network views in ATLAS.ti). By means of axial coding, 
JG constructed a coherent picture of the emerged themes. Both graphic tree structures 
– containing four key concepts, themes, subthemes, and explanatory memos – and 
a written classification scheme were drafted. The members of the multidisciplinary 
research group extensively reviewed these tree structures and scheme, each member 
independently coding a cross-section of the research data after which coding was dis-
cussed until consensus was reached. Subsequently, JG utilized the classification scheme 
to selectively code the data from the remaining 6 cases to refine the classification scheme 
and test its coherence and saturation19. Finally, a member check was performed with 
SPCT members and PCPs.
The overall study on teleconsultation in palliative homecare produced four key con-
cepts. Of these four key concepts, one explained the integration of different health 
care disciplines (primary care and specialist palliative care) for palliative care at home 
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and was elaborated on in this paper. The other three concepts which focus more directly 
on the technology – transcendence, transparency, technologized intimate relation-
ships – are reported separately18.
Results
Within this teleconsultation study, two types of primary care physician-specialist pallia-
tive care collaborations were found. In 17 of 18 studied cases, the introduction of tele-
consultation resulted in multidisciplinary team care; an SPCT clinician and a PCP both 
had private conversations with the patient – the former through videoconferencing, the 
latter by visiting the patient at home – after which back stage consultations between 
the PCP and the SPCT clinician were used to attune their care actions (Figure 1).
Table 2. characteristics of informal caregivers, primary care physicians, and specialist 
palliative care team members
Informal caregivers’ characteristics
Age groups Gender (number) Roles Type of data provided by 
participants (number)
male (5)
female (2)
partner interviews (5)
unst. follow-up int. (4)
male (1)
female (2)
daughter/son interviews (2)
unst. follow-up int. (1)
male (1)
female (1)
mother/father interview (1)
female (1) Acquaintance interview (1)
Primary care physicians’ characteristics
55-65 male (3)
female (2)
interviews (6)
45-54 male (2) interview (3)
35-44 male (4)
female (1)
interviews (7)
25-34 male (1)
female (2)
interviews (4)
Specialist palliative care team members’ characteristics
55-65 male (4)
female (1)
palliative care physicians (4)
nurse practitioner (1)
interviews (8)
45-54 male (2)
female (1)
palliative care physicians (2)
nurse (1)
interviews (2)
35-44 female (3) palliative care physicians (2)
nurse (1)
interviews (4)
25-34 female (1) nurse (1) interview (1)
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Figure 1. primary care physician-specialist palliative care collaboration – the first model
In a deviant case, teleconsultation facilitated tripartite, real-time consultations between 
home-based patient/family caregiver(s), visiting PCP, and SPCT clinicians (Figure 2). 
The barriers lack of time and flexibility, mentioned by PCPs and SPCT clinicians in the 
other 17 cases, appeared irrelevant in this case: the PCP visited the patient at home to 
ensure that the patient, family, and professionals could enjoy interdisciplinary tele-
consultations. 
Figure 2. primary care physician-specialist palliative care collaboration – the second model
Two themes emerged from the empirical data: a) professionals defining responsibility 
as a consequence of reshaping of specialist palliative care and palliative homecare 
collaboration and b) building interprofessional rapport. These two themes were sup-
ported by 7 subthemes as depicted in Table 3. 
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Table 3. integration of primary care and specialist palliative care with teleconsultation 
– themes and subthemes
Key component Themes Sub-themes
Integration of 
primary care and 
specialist palliative 
care with 
teleconsultation
a. professionals defining 
responsibility as a 
consequence of a 
reshape of specialist 
palliative care and 
palliative homecare 
collaboration 
defining the role of primary care physicians in 
palliative homecare
The importance of continuous back stage 
information sharing for teleconsultation to be  
a catalyst for interprofessional collaboration 
final responsibility for treatment
end-of-life care
b. Building 
interprofessional 
rapport
share the pressure of providing palliative care
long-term engagement leading to mutual 
understanding and trust
A professional attitude of mutual respect and 
openness
Professionals defining responsibility as a consequence of a reshape of specialist 
palliative care and palliative homecare collaboration 
The role of primary care physicians in palliative homecare
The participating PCPs considered palliative homecare and end-of-life care essential to 
the primary care profession. 
PCP7: “One of the things that belong to the realm of family medicine is that of accompanying 
persons till death.”
PCPs are primary responsible for providing continuous care at home to the patient and 
the family and, after a patient’s death, to the bereaved. Particularly with end-of-life care, 
several PCPs desired to be close-by the dying patient at all times. Teleconsultation, 
according to these PCPs, could be a means to jointly improve the continuity of care 
but should not be used by PCPs to evade responsibility (e.g., during evenings/nights or 
at weekends). To complicate things, patients could start to favor teleconsultations with 
the specialist palliative care team over contacts with their PCP because of their increased 
connectedness with this SPCT. 
When SPCT nurse 1 designated the PCP as the main responsible caregiver at home, 
patient 13 responded: “Although I have the least contact with him.”
PCPs acknowledged that building a personal long-term relationship with (all) patients 
and a profound knowledge of a patient’s medical and personal history are currently 
less common. 
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Participating PCPs occasionally experienced the responsibility for palliative care patients 
as a burden. Some expressed the need for specialized discussion partners in case of com-
plex problems at home. Some PCPs considered weekly teleconsultations combined 
with a 24/7-available and easily approachable SPCT to fill this need. Especially in the 
back stage meetings of the multidisciplinary collaboration model the burden of pro-
viding palliative care could be shared with SPCT clinicians. 
PCP5: “[teleconsultation is] supportive. I have the feeling of not being on my own. The feeling 
you sometimes have as a PCP in these final stages [of someone’s life]”
However, some of the more experienced PCPs thought that the teleconsultation services 
did not add value to their own practices but did benefit patients with complex problems 
who liked extra time and attention to manage their care.
PCP1: “Did I gain something myself? No, I think I didn’t. It was fine, but I think the patient 
truly gained something. […] I think she really enjoyed having an expert team as an additional 
back up to me, her PCP. I think that was comforting to her.”
The importance of information exchange as a catalyst for interprofessional collaboration 
During interviews, PCPs and SPCT clinicians who opted for private (tele)conversations 
with patients only emphasized that a mutual commitment to immediate and accurate 
back stage information sharing was essential to gain surplus value from and prevent mis-
understandings due to teleconsultations. From that perspective, some PCPs criticized, 
for example, the absence of an initial briefing. 
PCP15: “An initial consultation would have been nice. To share information. That we discussed 
things before [the teleconsultation trajectory started].”
Or the importance of direct information sharing for attuned treatment decisions. 
PCP3: “I easily work with the SPCT. [The palliative care phase] is a phase in which you do 
not want to mess about to hear afterwards that you could have done better… [in this phase] 
my perfectionism is a little stronger.”
While multidisciplinary care by means of teleconsultation requires careful back stage 
communication, the tripartite teleconsultations showed the opportunities and limita-
tions of direct, patient-inclusive interactions. In tripartite teleconsultations, profes-
sionals and patient experienced a concentrated responsiveness and opportunities for 
direct agreements on responsibility for (future) actions. 
SPCT nurse 1: “… I am behind this little box [teleconsultation technology]…, the PCP is 
there and able to support her. She is just there, can give some tips. Can do something [construc-
tive] during those moments.”
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Observations preceding and following the teleconsultations showed that this case’ PCP 
could also prepare her patient for participation in the upcoming teleconsultations 
and discuss specific issues with the patient and family caregiver directly afterwards. 
The professionals involved in tripartite teleconsultation, however, also experienced 
loss of control in conversations. To regain this control, professionals mentioned the 
need for short telephone conversations (back stage work) to discuss particular medical 
issues and treatment plans after the three-way teleconsultations.
PCP3: “Normally, consultations have a clear purpose and are focused [on the medical tech-
nical aspects]. [With three-party teleconsultation] you have to be careful it doesn’t become 
abracadabra. You have to take it slow. Because more people [patients, family caregivers] 
are involved in the conversation. You are less in control.”
In all cases, PCPs emphasized that SPCT members with long-term knowledge of the 
patients’ status are an advantage for shared decision-making. 
PCP3: “This, I think, is a very complex case. [A SPCT member using teleconsultation] 
immediately sees the complete situation, especially those who followed [the patient] through 
time. And I think they understand you faster.”
Final responsibility for treatment
With both PCPs and SPCT clinicians involved in patient care at home through telecon-
sultation, questions concerning final responsibility arose: ‘Who should take responsi-
bility to add specific care if needed?’ and ‘Who should inform the patient about disease 
evolution, expected decline, and coordination of care?’ As one SPCT nurse indicated:
SPCT nurse 1: “[the PCP] will indicate what she and the patient will and won’t do. In this 
way, you’re informed of what parts of your advice will be incorporated into the treatment plan 
and what parts will be discarded. […] In my opinion, it is highly valuable to a patient that 
you’ve been in contact with his/her PCP. That no two parallel care pathways exist.”
Observations showed that in the multidisciplinary collaboration model, SPCT clinicians 
sometimes addressed their advice about specific medical treatments directly to the 
patients and their caregivers without conferring with the PCP. Moreover, in some cases, 
only indirect communication between the PCP and SPCT clinicians through patients 
was observed. Some patients and caregivers complained about the insecurity that resulted 
from witnessing professionals moving in contradictory directions, with the patient 
serving as a mediator between both.
Informal carer 9: The son explains that health care professionals contradict each 
other. “Meanwhile, nothing happens.” … a “status quo”.
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SPCT clinicians explained that teleconsultation made them more involved in patients’ 
palliative care trajectories. This involvement usually resulted in building rapport with 
patients and discussing psychosocial and spiritual issues. As a consequence of this far-
reaching involvement, SPCT clinicians reported that, in the multidisciplinary collabo-
ration model, patients were sometimes “saving up” problems that would really require 
immediate treatment by the PCP for the next teleconsultation. This “saving up” 
resulted in SPCT clinicians having to take treatment responsibility. 
End-of-life care
Responsibilities shifted again at the start of the actual end-of-life care. SPCT clinicians, 
whatever their involvement and responsibility via teleconsultation in the palliative care 
trajectory, moved (back) into the role of being only a consultant to the PCP whereas 
the latter provided the hands-on end-of-life care at home.
PCP5: “Well yes, the SPCT is less involved during the last days [of the patient].” I: “Why?” 
PCP5: “Well, most of the times the patient is comatose, sedated. Then, we mainly wait […] 
I reassure the family… So, these last moments, I really think I fly solo there.”
Building interprofessional rapport
Participants reported an increase in mutual understanding and trust if they were long-
term engaged in one another’s working contexts. During the interviews, SPCT clini-
cians and PCPs indicated that this sense of togetherness could only occur if all were 
willing to collaborate and if respect, modesty, and prudence were practiced. Some 
lessons needed to be learnt along the way:
PCP6: “I think it is odd. Somebody [a SPCT clinician] is coming to support me, and to help in 
the best way possible. But that person apparently isn’t interested in what I think of it.”
In the single case of tripartite teleconsultations, the direct interactions indeed led to 
increased responsiveness and efficient responsibility sharing, but occasionally also to 
a decrease of mutual trust. For example when the SPCT clinician experienced being 
tested by a PCP-patient ‘team’. The SPCT clinician then responded with repelling, 
formal communicative behavior that strongly contrasted with the intimate, homely 
conversational setting. In addition, professionals reported feeling inhibited from 
expressing dissatisfaction or disagreement with one another’s work because such 
expressions would erode patient trust in the overall medical support. Professionals 
could also lose patients’ and family caregivers’ trust by starting bilateral medical-
technical discussions during teleconsultations that were incomprehensible to patients.
SPCT nurse 1: “… [to PCP and patient] what you could consider is that if … starts vomiting 
and it increases, up till a point she suffers from it, you perform a puncture to drain the ascites.” 
PA10: “Well, yes, but now in Dutch please!”
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Discussion
In this study, teleconsultation stimulated the integration of primary care and specialist 
palliative care. Mainly by enabling bilateral conversations between a home-based patient 
and a hospital-based SPCT clinician or nurse, which were followed by back stage consul-
tations between SPCT clinician and PCP (the multidisciplinary collaboration model). 
In case of cautious planning and physicians committing to information sharing this 
back stage work led to better interprofessional understanding of one another’s working 
contexts, to more practical and accurate multidisciplinary discussions15, and to special-
ists being more approachable (e.g., during complex and/or end-of-life care)7,15,16,32.
Study limitations
It appeared impracticable to thoroughly screen patient inclusion and build an overview 
of all patients approached as the sampling could only be realized with the unstruc-
tured help of a SPCT, primary care physicians, and nurses of a home care institution. 
As a consequence, a substantive non-responder analysis, although relevant for accessing 
the acceptability of teleconsultation-technology, could not be conducted. Our sample 
may have contained selection bias because both the teleconsultation technology and 
the research may have attracted curious patients who were already eager to control 
their care33. However, the final sample showed sufficient diversity to secure theoretical 
profundity. 
Testing complex, technological interventions with vulnerable patients and profes-
sionals occasionally required participation by the researcher (e.g., helping to use the 
technology or being a connector between different services). This participant observa-
tion was recorded and reflected upon to counteract any conflicts of interest. 
Implications for clinical practice
Teleconsultation creates, for professionals, a “proliferation of ways of seeing” palliative 
care at home34. However, the deviant case of tripartite teleconsultation also shows that 
the direct character of synchronous multi-perspective conversations calls for increased 
modesty, being vulnerable to criticism about one’s own work, and a willingness to 
engage in less-controlled, multi-person, and patient-centered dialogues15,35. Telecon-
sultation hampers professional territorialism and solo working through the intro-
duction of various specialist perspectives and the involvement of patient and family. 
Patients immediately notice professional disengagement and noticeably suffer from 
professionals moving in contradictory directions12. It is this study’s conclusion that 
especially tripartite teleconsultation can create ‘high-pressure’ collaborations, which, 
when modesty prevails, might lead to efficient attunement. However, the experiences 
of loss of control and constantly being judged make an interdisciplinary care approach 
with teleconsultation perhaps less attractive for caregivers than a multidisciplinary 
model. The latter may give a sense of autonomy in engaging with patients and more 
opportunities to avoid intense interprofessional discussions. 
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Both the multidisciplinary and the interdisciplinary team care approach required 
well-orchestrated back stage work to translate complex hospital treatment and care 
to a home context and vice versa4,5,32. The multidisciplinary team care approach leans 
heavily on back stage work for planning shared courses of action. In the interdiscipli-
nary team care approach, back stage work is mainly used to prepare for conversations 
and/or explain what was said (PCP-patient), to discuss the medical-technical without 
the patient (e.g., volumes of medication), and to talk about those issues that could not 
be discussed directly with the patient (e.g., prognosis, scenarios). Back stage work 
appears especially important when patients and family caregivers have an opportu-
nity to distribute their problems among PCPs and SPCT clinicians as they see fit and 
medical responsibilities blur. And, as PCPs recognized, most of this study’s patients 
valued these opportunities of extra information and direct influence on their care15. 
Table 4 gives a schematic overview of the opportunities and barriers of applying tele-
consultation for multidisciplinary and interdisciplinary collaboration in the clinical 
practice of palliative homecare. In an international context, the availability of broad-
band Internet is pivotal to ensure that connection between caregivers and patients at 
different locations can be established36. Differences in the organization of palliative 
care in Europe (e.g., the role of primary care) may determine the local infrastructure 
that is needed for teleconsultation37.
Conclusion
The introduction of specialist teleconsultation in palliative homecare supported multi-
disciplinary care. Teleconsultation also has the potential to facilitate interdisciplinary 
care, especially if the technology develops and allows for safe, high-quality three-way 
online communication in the near future and palliative caregivers get more familiar 
with such a form of tripartite consultation. 
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Table 4. identification of opportunities and barriers for integrated palliative care by means 
of teleconsultation
General opportunities of teleconsultation in palliative care
•	 Teleconsultation	is	consistent	with	a	willingness	to	be	complementary	to	co-caregivers	in	
striving for the best care for each patient
•	 A	teleconsultation	service	can	bring	about	an	experience	of	togetherness	among	professional	
caregivers.
•	 Teleconsultation	contributes	to	a	deeper	understanding	of	one	another’s	work	and	lets	PCPs	
experience sharing of responsibilities in various care phases instead of bearing the pressure  
of caring alone.
•	 A	SPCT	becomes	more	knowledgeable	about	patients.	This	leads	to	more	information-rich	
interprofessional dialogues between spcTs and pcps, focusing on actual patient situations.
•	 Teleconsultation	could	support	PCPs	who	have	less	experience	in	palliative	care	through	
proactive palliative care education with a particular case. This method has the possibility  
of overcoming instances of reactive care provision.
•	 A	digital	presence	of	intramural	specialists	brings	about	an	increased	medical-technical	
knowledge level.
•	 Patients	who	(a)	prefer	to	stay	in	control	and	seek	additional	expertise	and	(b)	would	prosper	
from receiving time and attention are well served.
•	 Teleconsultation	offers	patients	a	chance	to	experience	and	participate	in	team	care.
Particular opportunities
SPCT members conducting digital bedside visits 
followed by multidisciplinary discussions
A primary care physician is physically present to 
partake in teleconsultations in the patient’s home
•	 Medical-technical	discussions	in	tripartite	
teleconsultations contribute to 
interprofessional and patient-professional 
reciprocity, discussions, and direct agreements 
on (future) medical treatment. 
•	 The	presence	of	a	PCP	during	tripartite	
consultations reassures spcT members that  
the follow-up is in good hands with the pcp.
•	 Tripartite	teleconsultations	likely	lead	to	the	
patient and the pcp having preparatory talks 
preceding and discussions following these 
teleconsultations.
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General barriers to teleconsultation in palliative care
•	 A	rigid	teleconsultation	service	complicates	fitting	teleconsultations	into	a	PCP’s	daily	working	
routine.
•	 A	rigid	teleconsultation	service	does	not	fit	the	unpredictable	character	of	palliative	home	care	
very well.
•	 Teleconsultation	leads	to	irritation	if	it	is	not	accompanied	by	a	professional	attitude	
characterized by openness to discussion, mutual respect, modesty, and prudence.
•	 Unprepared	or	unauthorized	SPCT	members	slow	down	rather	than	contribute	to	decisions	
regarding complex treatment policy.
Particular barriers
SPCT members conducting digital bedside visits 
followed by multidisciplinary discussions
A primary care physician is physically present to 
partake in teleconsultations in the patient’s home
•	 A	SPCT	proceeding	directly	to	work	with	a	
patient without first consulting a 
knowledgeable pcp will hinder the spcT’s 
efficiency	and	compromise	the	personal	
relationship with the patient.
•	 Teleconsultations	followed	by	
multidisciplinary discussions easily cause 
confusion for professionals regarding 
coordinating care and treatment decisions, 
taking	responsibility	for	insufficient	care,	and	
informing the patient about further decline.
•	 SPCT	members	see	patients	more	often	via	
teleconsultation during pre-terminal phases 
than pcps. spcT members who are 
confronted with patients “saving up” their 
problems for the teleconsultation instead of 
going to the pcp and/or who are confronted 
with severe problems experience a need to 
establish treatment plans.
•	 A	frequent	and	convenient	choice	for	after-
teleconsultation feedback, either through  
an assistant, fax, e-mail, or even the patient, 
hampers information sharing through 
dialogue.
•	 Teleconsultations	followed	by	
multidisciplinary discussions might cause 
patients and informal caregivers to feel as if 
they are caught between conflicting 
professional opinions and therefore to suffer 
from insecurity and feel inclined to mediate 
between professional caregivers.
•	 Professionals	using	medical-technical	discourse	
during three-party consultations, thereby 
excluding patients from participation.
•	 Professionals	feeling	inhibited	from	expressing	
dissatisfaction or disagreement with one 
another’s work, which directly erodes a 
patient’s trust in medical support.
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Abstract

Objectives
This qualitative study explores Nigerian health care professionals’ concepts of good 
dying/a good death and how telemedicine technologies and services would fi t the 
current Nigerian palliative care practice.
Materials and Methods
Supported by the Centre for Palliative Care Nigeria (CPCN) and the University College 
Hospital (UCH) in Ibadan, Nigeria, the authors organized three focus groups with 
Nigerian health care professionals interested in palliative care, unstructured interviews 
with key role players for palliative care and representatives of telecom companies, 
and fi eld visits to primary, secondary and tertiary healthcare clinics that provided 
palliative care. Data analysis consisted of open coding, constant comparison, diagram-
ming of categorizations and relations, and extensive member checks.
Results
The focus group participants classifi ed good dying into 2 domains: a feeling of com-
pletion of the individual life and dying within the community. Reported barriers to 
palliative care provision were socio-economic consequences of being seriously ill, taboos 
on dying and being ill, restricted access to adequate medical-technical care, equation 
of religion with medicine, and the faulty implementation of palliative care policy by 
government. The addition of telemedicine to Nigeria’s palliative care practice appears 
problematic due to irregular bandwidth, poor network coverage, and unstable power 
supply obstructing interactivity and access to information. However, a tele-education 
‘lite’ scenario seemed viable in Nigeria, wherein low-tech educational networks are 
central that build on non-synchronous online communication.
Discussion
Nigerian health care professionals’ concepts on good dying/a good death and barriers 
and opportunities for palliative care provision were, for the greater part, similar to prior 
fi ndings from other studies in Africa. Information for and education of patient, family, 
and community are essential to further improve palliative care in Africa. Telemedicine 
can only help if low-tech solutions are applied that work around network coverage 
problems by focusing on non-synchronous online communication.
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Introduction
WHO estimates that in Africa each year approximately 961.000 adults and 537.000 
children are in need of palliative care at the end of life1. Realization of palliative care’s 
internationally recognized core values – to improve the quality of life of patients and 
their relatives facing a life threatening illness by early identification and impeccable 
assessment of pain and other problems – would strongly benefit these patients2-6. In 
general, African patients who require palliative care suffer from treatable but persistent 
infectious diseases (e.g., HIV/AIDS, severe tuberculosis) and/or non-communicable dis-
eases (e.g., cancer). A substantial part of these patients are young children7. Although 
palliative care’s values are internationally recognized, a socio-cultural context defines 
the final interpretation and realization of these values. WHO, anticipating on this 
‘couleur locale’, focuses on a ‘community health approach’ to improve palliative care 
in Africa8. Different projects stimulate ‘team development and networking with com-
munity-focused action’, training and education, and integration of care with a special 
emphasis on home-based care.
Although palliative care in sub-Saharan Africa is gaining quality thanks to increasing 
professional attention9, it mainly remains a family affair10. Currently, the economic 
burden for most families is substantial because providing care limits labor activities. 
Moreover, both a patient’s suffering and the burden of care increase when social 
exclusion inspired by fears of a patient’s disease occurs10,11. As the potential social 
isolation, the costs of fees for treatment, and transportation time limit patients’ follow 
up, patients often become underserved7,12.
Faulty community knowledge about serious illnesses obstructs early self or peer diag-
nosis and timely referral to professional care. As a consequence, patients often arrive 
at the hospital with seriously advanced diseases, leaving medical specialists the sole 
option of palliation6,13,14. This perceived inability to cure harms the community’s trust 
in ‘Western medicine’ and paves the way for alternative, traditional treatments13.
Notwithstanding poverty, an increasing number of Africans use mobile phones15. 
Experiments with mobile phones, texting and help lines for cancer and HIV care in 
Nigeria and Kenya have shown positive outcomes12,16. Mobile health (mHealth; e.g., text 
messaging, mobile phone reminders; see17) has been used in low income countries to 
assist patients and families with keeping follow-up appointments, adhering to treat-
ments, experiencing support to initiate consultation themselves, and to promote health 
in the community12,16-19. In general, information and communication technologies seem 
supportive for health care professionals in developing countries. They can function as 
decision support systems or hubs to web-based information17,18,20, as asynchronous or 
real-time web-based learning media for continuous training17,21, or as instruments 
(e.g., e-mail and videoconferencing) to build national and international consultation 
networks17,21-23.
In Western countries, mobile communication technologies are increasingly applied in 
palliative care24,25. The Radboud University Medical Centre, Netherlands, currently 
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implements and investigates an interactive teleconsultation service in palliative home-
care24. In addition to this research in an European context, the Expertise Centre for 
Palliative Care (Radboudumc, Nijmegen, Netherlands) and the Centre for Palliative Care 
Nigeria (CPCN, Ibadan) intended to explore the potential fit of telemedicine technologies 
and services (e.g., monitoring, education, consultation) for palliative care in African coun-
tries where poverty, limited access to health care, long distance travelling, and different 
perspectives on good dying and death make up for a different care context. To be 
sustainable in Africa, the ICTs and the offered services have to make sense to African 
societies in general and local communities in particular21,26,27. Ideally, telemedicine 
is developed bottom up, contains locally relevant information, and enables locally 
meaningful interactions19,22,28-30. This study’s objectives were twofold: first, we aimed 
to conceptualize good dying and/or a good death as defined by Nigerian health care 
professionals working in the field of palliative care. Second, we set out to explore how 
telemedicine technologies and services would fit the palliative care practice as described 
by the Nigerian health care professionals, aiming for recommendations for the imple-
mentation of telemedicine in Nigerian palliative care.
Study Design
We performed a qualitative study of a) perceptions on good dying/a good death of 
Nigerian professionals related to palliative care and b) the opportunities and barriers 
for including telemedicine into Nigerian palliative care practices in order to theorize 
about and model a potential telemedicine intervention in such a complex palliative 
care practice31.
Ethics Statement
The University of Ibadan/University College Hospital Health Research Ethics Committee, 
Nigeria, approved the research proposal (file number: NHREC/05/01/2008a).
Focus group participants all provided written informed consent. Field visits took place 
under the auspices of Nigerian palliative care physicians who gathered verbal informed 
consent before introducing the foreign researchers. As the researchers did not engage in 
any medical treatment or direct patient-researcher interaction, verbal informed consent 
was considered sufficient. Health care experts’ and telecommunication experts’ verbal 
agreement to participation in interviews was equally considered sufficient. Representa-
tives of CPCN/UCH always accompanied the researchers during the interviews and can 
confirm the verbal consent.
The Health Research Ethics Committee approved this consent procedure.
Location of Study
Nigeria is the most populous nation in Africa, with a positive GDP growth mainly driven 
by its large oil industry. However, large health disparities exist as many citizens live 
in poverty and lack access to health care32. In Nigeria, a considerable number of the 
estimated total population of 167 million suffers from life-threatening chronic illnesses 
(e.g., 377 per 100.000 – age 30-70 – die of cardiovascular disease and diabetes33; 
approximately 210.000 people die annually of HIV/Aids (statistics of 2011)34; at least 
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71.600 of cancer (statistics of 2012)13,14,35). The Nigerian government funds approximately 
31% of the total health expenditure33. With health care insurances largely absent for 
the majority of the Nigerian population, the remaining costs for health care have to 
be paid out of pocket by its users36.
Ibadan is the third largest metropolitan area in Nigeria, after Lagos and Kano, with a 
population of 1,338,659 according to a 2006 census. UCH is one of the few hospitals in 
Nigeria that can provide tertiary care such as chemotherapy and radiation. As a con-
sequence, this hospital attracts people suffering from cancer living within a radius up 
to 500 km around Ibadan. The Centre for Palliative Care Nigeria (CPCN), a non-profit 
organization stimulating and supporting palliative care initiatives in Nigeria, established 
a palliative care team for palliative care patients in the University College Hospital in 
Ibadan as well as for palliative outpatients who reside within a 30 km-radius around 
Ibadan. However, according to CPCN about half of the palliative care patients leaving 
UCH live outside this 30 km-radius and are therefore deprived of continuous, adequate 
palliative outpatient care. UCH has a telemedicine unit that used to be the operating 
base for a medically equipped bus with satellite technologies for real time teleconsul-
tations and currently functions as the base for a Pan African-India telemedicine project 
for educational purposes and international teleconsultations. The experiment with the 
bus had to stop due to failing satellite connections and lack of funding.
Two Dutch researchers (JG; JH) made a 10 days site visit to the CPCN in January 2013. 
During the time of the visit, CPCN hosted a national five weeks palliative care initiators 
course for Nigerian health care professionals.
Participant Selection
Prior to the study, initial relationships were established between the research team of 
Radboudumc Palliative Care Centre [JG, JH] and representatives of CPCN [OS, KO, SD], 
resulting in a co-authored research proposal. This joint writing process already brought 
about a dialogue about different worldviews, socio-cultural structures, and allowed for 
distinguishing key role players in Nigerian palliative care.
In January 2013, CPCN’s representatives [OS, KO, SD] arranged three focus groups by 
using purposeful sampling: one focus group consisted of 5 members of CPCN’s palliative 
care team, two other focus groups each contained 8 Nigerian health care professionals 
attending a national palliative care initiators course in Ibadan, Nigeria. The study par-
ticipants were drawn from multidisciplinary health professionals from nine different 
hospitals in Nigeria. Palliative care is a new area of health care being promoted in Nigeria 
by mostly anesthesiologists and oncologists (surgical, gynecological, medical) due to the 
pain and suffering they witness in their patients, most of whom present with late stages 
of cancer. However, pharmacists, nurses, and medical social workers also participated. 
Moreover, CPCN arranged interviews with key role players in palliative care within 
(the service area of ) UCH and with representatives of Nigeria’s telecommunication 
structures (Table 1).
111Telemedicine’s poTenTiAl To supporT good dYing in nigeriA
Table 1. overview of study participants
Focus groups
Focus group 1  
Palliative care team CPCN
nurse 2
Doctor	(Medical	officer)	 3
Focus group 2  
Attendees palliative care course Ibadan
nurse 4
pharmacists 3
doctor (pediatrician) 1
Focus group 3  
Attendees palliative care course Ibadan
nurse 1
pharmacist 2
doctor (obstetrician gynecologist) 2
doctor (Anesthesiologist) 1
doctor (surgeon) 1
medical social worker 1
Unstructured interviews
Key role players for palliative care 
within UCH
chief medical director
head of department family medicine/pepfAr
head of department radiotherapy
Providers of the socio-technical context
representatives of uch Telemedicine unit
Representative	of	zonal	office	Nigerian	 
communications commission
representatives of telecom provider glo mobile
Field visits
ward rounds uch (tertiary)
visit to a palliative outpatient service in the ibadan-area 
visit to a private secondary care facility (urban)
visit to a catholic, private secondary facility (sub-urban)
visit to a private primary/secondary facility (rural)
visit to a primary care clinic (urban)  
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Data collection
Three data collection methods were used throughout this research project. Focus groups 
with different Nigerian health care professionals were held to discover their perspectives 
on good dying and reaching a good death. In addition, unstructured interviews were 
conducted with the director of UCH and two physician directors to better understand the 
Nigerian health care system on a macro level. Finally, direct observations were applied 
to study the palliative care practices in various Nigerian health care contexts. In addi-
tion, unstructured interviews with representatives of the socio-technical context (UCH’s 
telemedicine unit; telecom providers; government) were conducted.
Focus groups
Researchers JG (MSc; social sciences/ethicist; experienced qualitative researcher; male) 
and JH (PhD; health care policy/ethicist; assistant professor in palliative care; male), 
assisted by CPCN representative KO (MD; palliative care physician; female), moderated 
the 3 focus groups (FG 1-3). The first focus group took place at the CPCN headquarters, 
the other two at the location of the palliative care course in the city centre. The focus 
groups took, on average, 60 minutes.
A small literature review was performed by JG and JH to prepare for the focus groups. 
Central to the focus groups was an interview guide with four open-ended questions: 
(a) What do Nigerians generally consider to be a good death?, (b) What role/importance 
is ascribed to palliative care in Nigeria’s current health care structure?, (c) What role/
importance do you ascribe to palliative care and why?, (d) What is the potential role 
of ICTs, and especially your mobile phone, in your daily work?
The focus groups started with participants writing down on separate cards all imaginable 
aspects of dying well/a good death in Nigeria and categorizing these cards. The inves-
tigators followed and stimulated the internal discussions concerning this categoriza-
tion. The investigators used clarifying and probing questions when responses were not 
clearly understood. Using this first categorization, the moderators asked the participants 
to zoom in on those aspects that explained their professional contributions to the good 
dying of their patients and on the aspects of good dying/good death that were directly 
affected by Nigeria’s health care structures. Finally, the potential role of ICTs was dis-
cussed in the light of elaborated categorization.
Participants’ categorizations and explanations were recorded (photographs; audio 
recordings – essential fragments transcribed verbatim; field notes) and, afterwards, 
discussed with CPCN’s representative, physician KO.
Unstructured interviews with experts.
The objectives of the unstructured interviews with experts were to explore the organiza-
tion of health care, including palliative care, in the Ibadan-region as well as to explore 
the (potential) role of telecommunication in the Nigerian palliative care context. 
Extensive field notes were made during and after these interviews. These interviews 
were not audio-recorded except for one interview with members of the telemedicine 
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unit of the University College Hospital. The duration of interviews fell within the range 
30-50 minutes. Due to cultural differences, audio recording did not seem appropriate 
in these initial interviews. More established researcher-respondent relationships would 
likely provide room for audio recording.
Direct observations
Six field visits were conducted. During these visits, the focus was on observing and 
recording the various forms of palliative care provision in different health care facili-
ties: a) tertiary, secondary, and primary care facilities, b) public and private health care 
facilities, and c) urban (Ibadan) and rural facilities (Table 1). Observations included 
conversations and discussions with staff members, accompanying physicians during 
ward rounds, and occasional, brief encounters with patients (who seldom spoke English). 
The direct observations were captured in extensive field notes to complement the find-
ings from the focus groups and interviews.
Data Analysis
CAQDAS ATLAS.ti software, version 6, was used for the data analysis.
Step 1. Data analysis during the site visit.
As part of the focus groups, participants collected and categorized aspects concerning 
good dying and/or good death. To further establish respondent validation37, this cate-
gorization and preliminary findings from the open interviews and observations were 
extensively discussed during “member checks”38 with CPCN representatives to discover 
their meaning and significance.
Step 2. Data analysis after the site visit.
After the site visit, researchers JG and JH performed a qualitative analysis on the available 
research material. The transcripts of the focus groups and the field notes of the open 
interviews and direct observations were pooled and submitted to open coding by JG. 
A ‘constant comparative analysis’ of codes and accompanying text segments from the 
transcripts was then used to build a tentative categorization of good dying/a good death 
in Nigeria, as well as a categorization of barriers and opportunities for telemedicine 
in a Nigerian palliative care context38,39. Conceptual mapping (called ‘network views’ 
in ATLAS.ti) was used to clarify relationships between (sub)codes39. The results of this 
qualitative analysis were compared to the results of the analysis during the site visit, 
and again further discussed by all authors during the co-writing process of this article.
Results
Analysis of the data from the focus groups, open interviews, and direct observations 
resulted in a description of good dying/a good death in Nigeria according to Nigerian 
health care professionals involved with palliative care. In addition, study participants 
reported on barriers for palliative care in Nigeria. Finally, the data showed barriers 
and opportunities for telemedicine in this Nigerian palliative care context that guided 
an advice for any possible development and implementation of telecommunication in 
palliative care in Nigeria (Figure 1).
TeleconsulTATion: enhAncing personAlized pAlliATive cAre AT home114
Figure 1. schematic overview of categories and subcategories defining how telemedicine 
fits into nigerian palliative care practice(s)
•	 palliative	care	applies	to	daily	care	of	life;	religion	to	the	
hope for a miraculous cure
•	 religion	can	hamper	early	diagnosis	by	searching	for	
alternative options
AspectsCategories Subcategories
•	 for	patients	to	be	attuned	to	their	God	(or	gods)	
•	 interactions	between	a	patient	and	an	inner	circle	of	
family and close friends
- to acknowledge loved ones (saying ‘i love you’;  
saying good bye)
- patients and families coming to terms with an 
approaching death
- sharing information and educating is key
•	 interactions	between	patients	and	the	wider	community
- to sort out negative, troubled relations; to forgive and 
be forgiven
- social stigma(s)
- a culture of extended families living together
•	 interactions	between	a	patient	and	health	care	structures
- receiving treatment for pain
completion of the 
individual life
dying within the 
community
Good dying  
and/or a good 
death according  
to Nigerian health 
care professionals 
involved in 
palliative care
•	 a	fee-for-service	care	delivery	system	is	too	expensive	
for average nigerian citizens
•	 the	paradox:	taking	good	care	of	a	palliative	patient	will	
increase the economic burden for the patient’s social 
system as more time and medication are required
•	 patient	autonomy	is	limited	as	the	(extended)	family	
bears the costs for care
•	 finding	out	how	much	patients	want	to	know	without	
deterring them with the words dying and/or death
•	 lack	of	community	education	that	causes	a	lack	of	
recognition and identification of patients with serious 
illnesses, and the presence of stigmas.
•	 limited	education	of	health	care	professionals	in	the	field
•	 the	availability	of	opioid	drugs
•	 limited	possibility	of	palliative	daycare	and	outpatient	
visits
•	 limited	access	of	the	people	to	health	care	insurance,	
which has to be replaced with fee for service
•	 a	lack	of	palliative	care	policy	implementation	and	
governmental funding
•	 irregular	bandwidth,	limited	network	coverage	 
(urban areas), and varying quality of power supply
•	 investments	in	big,	front	running	telemedicine	projects	
are favored over small community projects
•	 theft	of	technological	materials	(e.g.,	from	electrical	
generating plants or telecommunication poles)
•	medical	tourism	to	other	countries
•	 using	mobile	phones	for	extended	palliative	care
•	 for	patients	to	reside	in	the	comfort	of	their	own	homes	
as a place of personal memories and objects
The socio-economic 
consequences of having 
life-threatening illnesses 
and needing palliative care
Taboos on life-threatening 
illnesses and dying
faulty implementation of 
palliative care policy by the 
government
Barriers to 
palliative care 
provision in 
Nigeria
Telemedicine in 
a Nigerian care 
context
restricted access to 
adequate medical-
technical palliative care
To parallel religion with 
evidence-based palliative 
care
Technical dimension
political dimension
socio-economic dimension
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Nigerian Conceptions of Good Dying and/or a Good Death
With regard to the participants’ conceptualization of good dying and/or a good death 
in Nigeria, a dichotomy between the individual and the communal life of a patient 
requiring palliative care emerged. In order to die in peace, the individual life of the 
patient needed completion.
FG1: “Good dying is dying with one’s dreams accomplished.”
Participants reported two important aspects of the completion of the individual life. 
First, seriously ill patients should die in the comfort of their own homes, amidst their 
own memories and personal objects
FG2/3: “A good death is to die peacefully at home.”
Second, seriously ill patients needed to be attuned to their god (or gods) either through 
making peace with these god(s), believing in them, or even fearing them.
FG2/3: “Good dying is to die being reconciled with God and people.”
With regard to good dying and/or a good death within a community, participants made 
a distinction in interactions between seriously ill patients and an inner circle of family 
and closest friends, interactions between dying patients and their wider communities, 
and interactions between dying patients and the Nigerian health care system. Partici-
pants explained that, in general, dying alone is considered bad dying whereas “dying 
in the home with relatives” (FG 1; “loved ones” FG 2; “surrounded by loving care” FG 3) 
is good dying. One precondition for dying surrounded by loving care is that patients 
acknowledge their loved ones.
FG1: “Good dying depends on being able to say ‘I love you’ to people that matter.”
Another precondition was that families and close friends come to terms with the 
approaching death of their beloved ones.
FG1: “Family and friends have to assist [the patient] going on his/her journey.”
According to participants, sharing information and education is key to preparing 
patients, families and friends for what is coming. The patient should be informed about 
the expected course of the disease and the potential occurrence of certain symptoms. 
The patient and the family should also be prepared for the economic consequences of 
having to take care of a seriously ill patient.
FG2/3: “A good death is the consequence of a brief illness that leads to death without wasting 
family resources [and inheritance].”
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The interactions between seriously ill patients and wider communities should, according 
to participants, be dominated by fulfilling one’s social lives. Patients have to sort out 
negative, troubled relationships with others and be forgiven if necessary.
FG1: “A good death comes to those who can forgive all who offended them and also be forgiven 
before dying.”
This sorting out of relationships with others is complicated by social stigmas, often 
related to having a serious illness. These stigmas isolate patients and family members 
from the community, taking away the Nigerian culture of living together with extended 
families (FG1: “We don’t leave them alone. What happens to them happens to us.”). 
Respondents stated that in the last decades migration has also interfered with this 
culture of extended families living together. As family members more frequently 
traveled to live abroad, family co-dependency was subjected to pressure. In general, 
these emigrants stay involved in patient care from a distance, for example by providing 
financial support.
For the focus group participants, receiving treatment for pain is central to the inter-
action between the seriously ill patient and the health care system. Health care, and 
appropriate medicaments like morphine in particular, should be available to and sup-
port patients until the end.
FG1: “Good dying is dying with all modalities of care available.”
Whether it is due to a failing health care system or to a cultural effort to increase social 
status, some of the more wealthy patients chose to abandon the comfort of the home 
“to be treated in a big hospital, preferably abroad” (FG2/3).
Barriers to Palliative Care Provision in Nigeria
With regard to barriers to palliative care provision to achieve good dying and/or a good 
death, respondents referred to the socio-economic burden of palliative care. Moreover, 
taboos on dying of a life threatening illness that complicate providing information, 
restricted access to adequate medical-technical palliative care, attempts to reconcile 
hope based on religion (including miracle cure) with evidence-based care, and faulty 
implementation of palliative care policy by the government hampered good dying and/
or a good death.
Due to the absence of a public social safety net and broad health insurance coverage, 
patients and families are facing a fee-for-service delivery system (“out-of-pocket payment”) 
that brings about a socio-economic paradox: with taking good care of a palliative care 
patient, the burden on the patient’s social system will only increase. Taking care will 
consume time that would normally be spent on working in order to earn a living, 
whereas costs for medication persist. Respondents acknowledged that this mutual 
dependency of family’s resources and patient care led to the family having a decisive 
say in care decisions. Furthermore, patients would always take the future well being of 
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their families into consideration, up to a point where patients abandon further medical 
treatment to save future care costs.
Respondents believed in preparing patients and families through information, but 
information provision was complicated by taboos on life-threatening illnesses, dying 
and death. Nigerian palliative care providers have the delicate task to find out “how 
much patients want to know”, without confronting them with words such as ‘death’ 
or ‘dying’. CPCN said they try to inform the community (e.g., via churches or high-
school students who relate to the younger children as well as to the elderly) about 
life-threatening illnesses, such as cancer, sickle cell, and HIV, in order for the com-
munity to recognize early symptoms of these illnesses, to identify patients eligible for 
palliative care, and to reduce stigmas. The relationship between HIV and palliative care 
changed radically the last decade due to the PEPFAR program. This program, sponsored 
by the American government, managed to turn HIV into a chronic disease in Nigeria 
through free provision of medication. The University College Hospital in Ibadan also 
followed a decree by the Nigerian government that patients with HIV/Aids should get 
free hospitalization. CPCN’s palliative care service now only sees HIV-patients who 
suffer from severe co morbidity or complex pains. Education of health care providers 
is their third goal, as many of these providers had a similar reluctance to talk about 
dying and death. They lacked both evidence-based medical knowledge and communica-
tion skills to explain dying scenarios, and needed to learn about care opportunities in 
case a patient could no longer be cured.
With respect to palliative care patients having access to all modalities of care, Nigerian 
palliative care has been complicated by the unavailability of and/or the lack of accessi-
bility to opioids, which are necessary to treat severe pains. Moreover, CPCN’s palliative 
care team could only access medical technical equipment for pain management (e.g., 
morphine pump) in UCH’s ICU-unit. The hospice unit provided daycare for those who 
were able to come, including children. The team also visited outpatients who were 
confined to their sickbeds at home within a 30-kilometer radius around UCH and/or 
tried to provide follow up through phone. Patients who lived outside the 30-kilometer 
radius sometimes received up to a two-month provision of medicaments including oral 
morphine based on patients need. Follow up is provided through phone or by means of 
trained palliative care personnel in the area of patients’ domicile (“zonal coordinators”). 
However, many of such patients were lost to follow up.
Focus groups, observations, and interviews showed that religion and spirituality were 
important themes in Nigerian palliative care. CPCN’s palliative care team started 
the day with a word of prayer, but team members were reluctant in mentioning their 
own religion in care settings. Instead, they used a neutral questionnaire to explore 
patients’ beliefs and tried to combine patients’ focus on their religion with conven-
tional treatment. The conventional treatment then could apply to everyday quality of 
life whereas religion still nurtured hope for a miraculous cure.
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Respondents referred to the existence of a national policy of palliative care as part of 
a national policy on cancer control. Many respondents, however, also mentioned a lack 
of policy implementation, diffusion and updates of medical knowledge, and govern-
ment funding. Respondents acknowledged that Nigeria has a functioning health care 
service system at primary, secondary and tertiary levels, but that the system suffered 
from a lack of funding by governments whereas many ‘no shows’ occurred due to the 
fee for service system; this lack of funding and patients was especially true for public 
primary care settings. Consequently, resources for palliative care were scarce or absent 
in primary care. More and more, UCH is becoming a tertiary care center providing both 
primary and geriatric care, while maintaining vivid alliances with satellite primary 
care facilities.
Telemedicine in a Nigerian Care Context
With regard to opportunities and barriers for (future) telemedicine development in 
Nigeria, the unstructured interviews revealed technical, political, and socio-economic 
aspects. Many Nigerians, including patients and caregivers, possess mobile phones, 
whereas tablet computers are increasingly found among younger physicians. The 
presence of such hardware is a clear opportunity for some kinds of telemedicine. How-
ever, three basic technical requirements to use modern ICTs – bandwidth, network 
coverage, stable power supply – could not be met on a regular basis, thereby limiting 
telemedicine development. For example, 3G-networks were only available in urban 
areas. Moreover, there may be unexpected and/or long-term interruptions because of the 
low density of networks or disruptions in energy supply. Observations and interviews 
also exposed a few socio-economic aspects of telemedicine such as theft of valuable 
communication technologies equipment and international medical tourism that received 
a boost from international teleconsultations.
Discussion
Nigerian Conceptions of Good Dying in Light of Prior African Studies on Good Dying
This study’s results on good dying and good death in Nigeria are, for the most part, 
consistent with other literature on good dying and good death-concepts in sub-Saharan 
Africa. This similarity of death perceptions across cultures has been noticed before40. 
A good death in Nigeria, like in other parts of Africa, is a death that completes the 
individual life40,41. A good death comes naturally and without human interference, 
and is the result of “successful aging”40. A good death also contains fulfillment of a 
spiritual and/or religious life42. Nigerian health care professionals expressed their desire 
to parallel regular palliative care with a religion that provides hope for a miraculous cure. 
However, they admitted, in line with the literature40-43, that religion and traditional 
beliefs strongly influence people’s perceptions on dying and death and might compli-
cate palliative care.
Nigerian health care professionals, like other sub-Saharan Africans, consider home to 
be the preferred place of death because of its peacefulness, the personal memories, 
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and the presence of loving family and friends10,40,44. At home, patients can still try to 
be of value to their family members41. A desire to die at home is often also motivated 
by socio-economic reasons as travel to and staying in a hospital is usually considered 
too costly and/or too disruptive to daily life responsibilities44,45. However, in some sub-
Saharan countries (e.g., Namibia) the public preference concerning place of death 
inclined towards the hospital46. A potential explanation could be the low-level home 
palliative care coverage and/or distrust of the local expertise10,45-47.
Costs for care are a major issue in Nigerian palliative care, just like in the rest of sub-
Saharan Africa. With the lack of a public social safety net and/or broad health insur-
ances, Nigerian palliative care patients have to pay fees for services, including receiving 
appropriate analgesics41, food43,45, or a proper bed. Due to the costs of professional care, 
patients usually have to rely heavily on family care and family money40. In this way, a 
vicious circle is created in which both severely ill patients and family caregivers lose 
their income because of lack of energy or lack of time, inducing family poverty and 
an increasing lack of care resources10,41,44. Nigerian patients, according to the health 
professionals, often desired not to be a financial burden to their family41 and were 
even willing to let the family decide for their care.
To realize good dying, Nigerian patients, families, and friends have to come to terms 
with the patient being seriously ill40. Education of patients and families is considered 
essential in Nigeria and in the rest of sub-Saharan Africa so that they could accept the 
serious situation and prepare for it41,46. Education for the wider community is thought to 
reduce seriously ill patients’ and their families’ suffering from social stigma10,41,43. With 
respect to patients, Nigerian health care professionals had to find out how much they 
wanted to know without talking about dying and death directly. Other studies in Africa 
show that people are open to information about incurability, care options, and future 
symptoms and problems. They just do not want to be informed about prognosis41,47. 
Like in the rest of sub-Saharan Africa, the Nigerian health care professionals noticed 
that (fear of ) pain is the most important issue for patients44. Appropriate drugs and 
strong opioids, however, are often unavailable to patients43.
The Fit of Telemedicine in a Nigerian Palliative Care Practice
Whether and how does telemedicine for palliative care fit the Nigerian socio-cultural 
context with its particular health care needs and local cultural expectations towards 
dying30? Theoretically, telemedicine can provide palliative care tele-education, options 
for teleconsultation, or information databases17,18,20. It could improve palliative care 
provision by community health care professionals and bring quality care closer to home, 
thereby keeping families more intact and social and spiritual fulfillment more within 
reach44. Chances that patients are surrounded by a loving family and caring community 
throughout the course of the disease increase with well-trained local health care pro-
fessionals who are able to fit palliative care into local community and to sensitively 
address taboos and/or stigma’s8-10,42. However, low-threshold telemedicine cannot be 
realized as long as Internet bandwidth, network coverage and power supply are not 
guaranteed. Both tele-education and teleconsultation strongly depend on limitedly 
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available interactivity. Moreover, important palliative care information might not be 
available when needed due to a lack of access to the Internet. Nigerian funds to set up 
new, but not too eye-catching projects with stable and easily accessible technologies 
are hard to find.
Based on this research’ data, the Dutch researchers (JG, JH) together with the CPCN 
representatives (OS, KO, SD) discussed and formulated a feasibility plan for future tele-
medicine development in a Nigerian palliative care context. Two scenarios for further 
development were formulated (Table 2). In the first, futuristic scenario, existing and 
new care networks between UCH and satellite primary care facilities (e.g., PEPFAR, 
geriatrics) could be enriched with real-time audiovisual teleconsultations for palliative 
care. The advantage of this scenario are that patients can be seen on a regular basis 
while staying relatively close to home. As a side benefit, the attending primary care 
physicians receive specific education about palliative care. Current Internet and /or 
electricity connections are not yet stable enough to enable reliable real-time video con-
nections outside the city centre. Satellite connections could solve these instabilities, 
but these come at significantly higher costs. A ‘lite’ teleconsultation version includes the 
use of mobile phones, which enable synchronous telephone calls and text messages 
(e.g., Whatsapp), or non-synchronous sharing of photo’s by e-mail. Mobile phones could 
also be used to support and educate patients’ family caregivers (mHealth); an initiative 
that already has been taken up by CPCN.
The second scenario focuses on building a tele-educational network between CPCN and 
professionals interested in the project. With the experience of the face-to-face palliative 
care training courses, CPCN could develop a nation-wide e-learning program on pal-
liative care. Interactive case discussions and lectures can be set up via online streaming 
although this streaming again requires stable high-end internet connections. A ‘lite’ 
version, however, could include national and international online lectures via public 
Table 2. scenarios for applying telemedicine in nigerian palliative care services
Professional 
development
Costs of 
technology
Integration with 
care networks
Sustainability
Teleconsultation ++ -- ++ ?
‘lite’ Teleconsultation + +/- + +
mhealth directly  
with patients
- + -- +
Tele-education ++ -- +/- ?
‘lite’ Tele-education ++ +/- + +
++ significant positive impact
+  positive impact
+/- equivocal impact
-  negative impact
--  significant negative impact
?  as of yet unknown
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streaming channels, and non-synchronous chat sessions on a central website. One of 
the advantages is that the tele-education scenario enhances the educational activities 
of the CPCN and contributes to the development of a nationwide network of profes-
sionals keen to undertake continuous palliative care education. Moreover, such an 
e-learning tool can easily be expanded with content for third parties such as community 
leaders, schoolteachers, or religious leaders. As broadband Internet penetration increases 
and quality of service improves synchronous interactivity could be added on to the 
platform.
Only the ‘lite’ tele-educational scenario seems viable in Nigeria, building on non-syn-
chronous communication between specialist palliative care centers and community 
health care providers to engage in necessary educational activities against reasonable 
costs and low threshold technology4. This ‘lite’ version could potentially be expanded 
towards a full, interactive version when the technology and network coverage allow for 
this. The ‘lite’ tele-educational scenario could build on already existing care networks, 
for example primary care networks or the network of PEPFAR and facilitate a bottom 
up, grassroots approach to palliative care implementation in the community.
Future Research
Future research in the area of telemedicine in Nigeria largely depends on the future 
availability of funds for low-key development and evaluations of tele-education modules. 
Internet-based learning modules could be extended with synchronous teleconsultation 
on the condition that the Internet networks of Nigeria and other sub-Saharan African 
countries keep expanding and improving. In the final stage of development, patients 
could be involved. For now, future research should therefore focus on a) how to develop 
asynchronous web-based learning modules that suit the Nigerian (or sub-Saharan) con-
text, b) what will be opportunities and barriers to implement these e-learning modules, 
and c) how such e-learning modules improve professional capacity and, down the line, 
patient’ and family caregivers’ outcomes4.
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Chapter 7
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
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New forms of communication, induced by an increased and often simultaneous 
use of different technologies (audio, visual, and written language), have become 
an essential part of social discourse, including the discourse of medical practice. 
A growing amount of literature reports on technology-mediated communication 
between patients and health care professionals (HCPs). Starting from the work of 
the French philosopher Levinas on the suffering Other, this philosophical-ethical 
analysis aims to clarify if and how the suffering of a patient can be understood and 
acknowledged by HCPs in and through technologically mediated communicative 
practices. 
Patient narratives demonstrate that suffering from life-threatening illnesses is, in many 
respects, an alienating experience1,2. Suffering often makes patients passive and power-
less by completely claiming their attention3,4 (Levinas in)5. The suffering of seriously 
ill patients takes many forms (pain being just one of them) throughout the course of 
a disease. All of these forms share an all-encompassing nature, causing patients to be 
absorbed by their wounded body or mind, which hinders subjectivity and involvement 
in everyday life (Amery in)4,5. HCPs have limited practical tools to heal all of these wounds 
and are often confronted with patients who continue to be socially and aesthetically out 
of sync with the healthy others around them, as well as with their own previous lives1-4,6,7. 
Those who suffer from life-threatening illnesses often no longer have the “enchantment 
of a future,”2 and they have often also lost what “they valued and enjoyed in the past”4.
Levinas’ notion of suffering 
People, including health care professionals, are confronted with suffering through 
what Levinas refers to as the Face of the patient. The face of the suffering patient is of 
value for this paper for two reasons: the face is a prominent element in multichannel, 
Internet-based communication (e.g., faces appearing in a synchronous audio-visual 
communication; smileys in written messages), and the patient’s face eminently shows 
the original frankness and extreme vulnerability of the suffering patient8,9. This implicit 
‘nakedness’ enables the human face as a clinical presentation to become a Face, wherein 
Levinas’ capital ‘F’ emphasizes its pureness that appeals to other human beings through 
its uncoveredness and finitude3,10,11. This Face is disruptive; it commands humility of 
medical professionals when it reveals itself without representing something else12. 
The Face has been interpreted in the philosophical literature as all of the elements of 
a (suffering) body that express the original, ethical, demanding appeal: crying, bodily 
gestures, becoming rigid, the skin, etc.3,10
The suffering expressed by the Face is an intangible and untranslatable part of the 
suffering human being. It cannot be separated from that person; instead, it defines 
the patient as an Other, one who is beyond the reach of common comprehension and 
rational analysis8,11,13. In this moment, HCPs and patients are antagonistic in their 
subjectivity. HCPs experience standing face-to-face with their suffering patient, their 
patient’s Face defying their usual capacities to order and to understand11,14. The Face 
urges HCPs to surpass their professional ability to appropriate and objectify the patient 
and his/her suffering in words (medical diagnosis) and work (treatment)14. The Face calls 
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for caregivers to openly and unconditionally engage with the patient. The HCP cannot 
– with impunity – stay away from the sufferer’s ethical appeal10,14. Instead, he/she is 
commanded to greet and ‘well-come’ the patient as a fellow human being1,8. 
‘Well-coming’ a patient: proximity in technology-mediated 
communication
Noticing the patient’s suffering forces HCPs to take on responsibility, by restraining their 
action-focused professionalism, and to return to the wondrous orientation towards 
a patient that precedes (communicative) action; to open up to the patient without 
knowing for sure how he/she will be able to be involved in actual communication14. 
Such a humble communicative stance is now lacking from the general frameworks on 
physician competences such as CanMEDS, however15. It implies a return to the “com-
municating of communication” or the “sign of giving signs”3,14. Such a re-orientation 
requires a sensible HCP who discards previous images and concepts and unconditionally 
well-comes the patient as an Other10,11,14. For the patient, this silent invitation of the 
HCP creates a way out of “the isolation into which the suffering has forced him”1-3,16. 
The humility enables proximity, a wandering in patients’ stories, and non-specified 
caresses, all of which are open to engagement with the patient, as well as redefining 
the personal, medical role12,13.
Audio-visual teleconsultation in a palliative home care context
The rise of Internet-based communication technologies for mediating patient-profes-
sional communication calls into question how these technologies influence a) the 
appearance of the Face, as mentioned in the previous section, b) one’s pre-communi-
cative orientation towards a suffering patient that ideally follows this appearance, 
and c) proximity. The following philosophical-ethical analysis is built on a previously 
published qualitative research about synchronous audio-visual teleconsultation by means 
of tablet computers between home-based, seriously ill patients requiring palliative 
care, their primary care physicians, and distant palliative care specialists17,18. Thanks 
to the long-term engagement with patients and professionals, we came to understand 
that the mediation of patients’ suffering by tablet computer technology and accompa-
nying medical services could have a positive impact on HCPs’ responsiveness to forms 
of suffering. 
The appearance of the Face via communication technology
Teleconsultation presupposes an interpersonal orientation, as conversation partners 
prepare for and focus on their mutual contact14. During the tele-conversation, the tablet 
computer used for the teleconsultations is held at arm’s length, thereby shaping a rather 
detailed portrait of the other person. The tablet computer magnifies (the importance 
of ) the human face and, as a consequence, stimulates an intense hyper-focus towards 
this face18-20. The technology thus stimulates professionals, through its magnifying 
potential, to orient themselves toward the close-up and immediate manifestation of 
their vulnerable patients’ frail faces18,20. The intensity of the orientation toward the 
other is a precondition for a patient to emerge as an Other: in this proximity, the 
patient emerges as someone asking of his/her health care professionals to leave the 
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realm of the technical, in which the patient is easily transformed into a “distinctive 
manifestation,” and to take responsibility for opening up to the patient’s suffering, 
which lies behind the images and words of the patient19. However, the occurrence of such 
a re-orientation is not obvious, as the technology’s ambivalent nature equally enables 
the reduction of another’s face into a smaller, two-dimensional object that can be placed 
next to other objects in the “physical viewing environment”18,19,21. Professionals there-
fore have to make a conscious effort to surpass the objectification of the patient.
The Said and the Saying through technology
The technological hyper-focus stimulates an orientation towards the patient as an Other, 
and the technology commands one to speak as soon as the image of one’s conversation 
partner appears. These words have simply been said, but according to Levinas under-
lying these words is a Saying: another manifestation of the inclination toward a mutual, 
open orientation between interactants that possibly results in touching upon the inef-
fable suffering of the Other. For example, in one case, the teleconsultation began with 
an HCP asking the simple opening question of “How are you doing today?” The conver-
sation that followed had the character of a wandering through each other’s questions 
and stories. This implicit wandering (the Saying) slowly but surely laid the foundation 
for a proximity wherein the patient felt free to approach the HCP with his deepest 
thoughts about not having much time left and the intense sorrow that accompanied 
these thoughts14. 
Technology supports patients in creating their stories as a bricolage19,21: patients can 
use their facial and bodily expressions, their physical positions, and their words to com-
municate a composed personal aesthetic22. Patients use these technologized aesthetics 
mostly for downplaying their suffering, putting on a brave face, and avoiding giving free 
reign to their inner feelings. However, the Saying underlying such aesthetic chatter can 
still create a moment in which the aesthetic façade can be taken off and the patient can 
show her-/himself as most vulnerable. In the example, the clinician and the patient 
were both surprised by this intense communicative moment and fell silent, as there 
was nothing left to say. Interestingly, this silence did not fit with the technology’s 
continuous invitation for hyper-focus and chatter. The patient and the clinician both 
later reported that although they highly valued the aforementioned intense moment 
they could hardly bear the silence that followed, resulting in a quick ending of the 
conversation. 
Restraining from action
The empirical study also exposed HCPs’ (natural) inclination to act upon patient suf-
fering1,18,21. Observations showed that after intense teleconsultations, the patients 
usually expressed a feeling of relief and/or gratitude and continued on with their daily 
lives. In contrast, the observed HCPs were regularly left with a strong desire to be 
physically close to their suffering and vulnerable patients18. This desire for physical 
closeness is not only to re-enforce proximity through a comforting touch or a caress 
but also to regain valuable senses such as smell and touch with which HCPs attempt 
to master their patient’s suffering12,17,18. This strong desire to work upon the patient 
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instead of with the patient is hampered by technology, thus keeping the physical medical 
world apart from the privacy of the home. Instead of fostering medicalization, this tech-
nology actually protected patients from the possibly superfluous physical presence of the 
HCPs. Interestingly, proximity, which Levinas already thought of as being independent 
from space, is now maintained by the distance created by the technology14.
Conclusion
Instead of dehumanizing and rationalizing the intimate sphere of suffering and dying16,23, 
recurring teleconsultations by means of synchronous audio-visual contact can become 
a valuable patient-professional ritual in which the mutually focused gaze and mutual 
chatter can form the prelude to a proximity in which the suffering patient can appear 
as a Face: an original, provoking Other that commands responsiveness8,13. For the HCP, 
it comes down to surpassing the familiar, medical-technical ordering and communica-
tion for an initially wondrous orientation that precedes every (communicative) action. 
In this way, the HCP is allowing for a digital well-coming to home-based patients10. 
Easing the suffering of a patient therefore does not require physical proximity per se17. 
On the contrary, the physical distance created by technology supports an openness 
residing in other dimensions. What appears more difficult, and hindering for that mat-
ter, is sitting in silence with the patient and maintaining the moments of proximity, 
as Internet-based communication technologies also continuously invite to interact. 
With this philosophical-ethical viewpoint, we hope to make a reasonable case that 
human suffering can be recognized and, provided that patients allow for it, approached 
via digital communication channels in medical communicative practices. HCPs can 
offer their patients short moments of reconnection with the social world through 
Internet-based communication technologies that provide synchronous audio-visual 
contact. In doing so, teleconsultation technology gives professionals an opportunity 
to be receptive to a patient’s suffering while being at a distance.
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Chapter 8
conclusion and 
general discussion

Conclusion
This dissertation concerns the application of teleconsultation in the practice of palliative 
homecare. Teleconsultation is about distance patient-professional and/or professional-
professional communication by means of modern Internet-based communication tech-
nologies. The teleconsultation central to this dissertation includes a consultation prac-
tice that connects home-based, seriously ill patients, who are in their last phase of life, 
their primary care physicians, and hospital-based specialist palliative care team clinicians 
(referred to as palliative care specialists from here on in this conclusion/discussion) 
with tablet-computer technology (an iPad) or an assemblage of computer technologies 
(PC plus webcam and microphone) as communication carriers. This teleconsultation 
practice contains two kinds of services: a ‘telemedicine’ service, i.e. providing oppor-
tunities for consultation between primary care physicians and palliative care specialists 
on palliative treatment and care (in the presence of patients), and a ‘telecare’ service, 
i.e. distance care directly delivered to a home-based palliative care patient by a hospital-
based palliative care specialist1. This dissertation’s main objective was to empirically 
assess and ethically reflect on the practice of teleconsultation in a transmural palliative 
care setting that encloses home-based patients, families, primary care physicians, and a 
specialist palliative care team. In particular, the focus was on a) the mediation of ‘patient-
primary care-hospital’ communication, relationships, and collaboration by a synchro-
nous, audiovisual teleconsultation service and b) the fit of the teleconsultation tech-
nology and service into a home-based and a hospital-based palliative care practice.
In the Introduction and Chapter 2, the teleconsultation technology is described as 
“multistable”2,3. It presents itself in different forms and functions in the palliative care 
practice, and mediates different relationships: a) between patient and professional 
(research question 1), b) between different professionals (research question 3), and c) 
between research participants and their practical environments, i.e. home and hospital 
(research questions 1b, 1c, and 2). Furthermore, we investigated how synchronous video-
conferencing would appear and function in a completely different health care system 
in a developing country (research question 4). 
In the following, we will discuss the main findings of the dissertation. 
Telecare: mediation of ‘patient-distant palliative care specialist’ communication 
and relationships by teleconsultation (research questions 1 and 2)
Physical proximity and diagnosis
Chapters 2 and 3 show that palliative care professionals, and health care professionals 
in general, consider face-to-face communication and physical proximity with their 
vulnerable and dying patients prerequisites for good clinical practice. These clinical 
contacts usually end in an adequate clinical touch and solid clinical knowledge4-7. In 
this study, the palliative care specialists’ need for clinical contact resulted in a strong 
demand to see a patient in the hospital at least once before teleconsultation could start. 
In practice, however, these first, physical visits did not always take place, which did not 
hinder long-term and meaningful digital relationships with patients and their primary 
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care physicians to come about. Without wanting to disregard the value of clinical con-
tacts with patients, our study on teleconsultation shows several occasions where physical 
proximity between health care professional (HCP) and patient is unnecessary, and some-
times even undesirable, to address suffering.
With respect to monitoring a patient’s physical state, the professionals’ need for physical 
proximity appears justified most of the time. Teleconsultation technologies (a complex 
of hardware, software, and the Internet) not only exclude sensory information such as 
smell and touch, but the technologies’ information encoding-decoding schemes are so 
opaque that palliative care professionals cannot be certain of the accuracy of the trans-
lation of a patient’s color and physical details into an image2 (Chapter 4). Instead, profes-
sionals can only rely on the general information these images provide, such as general 
physical progression or regression and the most prominent non-verbal cues. During 
teleconsultation, this less detailed information can still be used in an extensive clinical 
reasoning-process wherein the visual is but one source of information for clinical 
reasoning (Chapter 2). An extensive clinical reasoning process also includes stories of 
patients, observations and accounts of informal caregivers and primary care physicians. 
To gather these pieces of information from other (non-)professionals, to qualify them, 
and to relate them to other stories requires palliative care expertise and advanced 
interviewing skills. Palliative care specialists need to learn how to incorporate tele-
consultation’s images in their clinical reasoning in order to draw reliable conclusions.
Patient-centered care by means of teleconsultation
The lack of physical proximity caused by teleconsultation does not hamper patient-
centered care and knowing the patient as a person per se (in contrast to8,9). For patients, 
teleconsultations may render a part of sometimes burdensome travels to palliative 
care specialists superfluous10,11. In addition, being at home and not in a hospital also 
left patients feeling less of an ill and/or dying person and feeling more in control of 
treatment, care, and conversation. The physical distance created by teleconsultation 
technology can contribute to patients experiencing more autonomy as they are less 
hindered by the physical presence of a hospital and/or health care professionals 
(Chapter 4). In order for patients to remain at home as long as possible, palliative care 
specialists can use teleconsultation to build trusting relationships with the patient and 
his/her social system as well as with their primary care physician. Teleconsultation offers 
palliative care specialists an opportunity to build and commit to long-term relation-
ships with patients who reside at home. With continuous digital care and/or contact, 
professionals can prevent patients from experiencing abandonment in the last phase of 
life12,13. Trusting relationships also require an open orientation and genuine listening 
(Chapter 2, 4, 6). Teleconsultation relationships can then form the base for truthful and 
meaningful conversations about the illness at hand, about suffering, and about the 
last phase of life in general.
Virtual proximity counterbalances rationalization
A common response to the use of technologies in the medical domain (such as Internet-
based communication technologies) is that of a fear for ‘cold care’1,14,15. Especially in 
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palliative care, intensive use of technology is often associated with dehumanization 
and rationalization, turning the suffering patient into an object and medicalizing the 
intimate sphere of dying16,17. Chapters 4 and 6, however, show that although Internet-
based communication technologies sometimes dehumanize or rationalize parts of 
palliative care, they can also enable empathic care and intimate relationships at a 
distance. Teleconsultation technologies supply intimate views of patients’ daily lives, 
offer room for personal stories, and provide contacts with important informal caregivers 
(in contrast to18,19). 
Teleconsultation technologies prove to center their users’ attention, thereby foster-
ing a hyper-focus on the conversation partner’s face20 (also called ‘condensed digital 
encounters’ and ‘exclusive digital connectedness’ in Chapter 4 and 6). In addition to Pols’ 
observations of “topologically reversed telepresence”, where participants experience 
visiting one another in the physical space of the other (e.g., the experience of ‘sharing 
a cup of coffee’ at the patient’s home/in the hospital), this study recorded moments of 
actual telepresence, the shared experience of meeting one another in a virtual space, 
during discussions of intimate topics related to illness and dying (Savenstedt and 
Knudsen in1). This actual telepresence is characterized by a physical orientation 
towards the other (e.g., bending over to the screen; ‘serious’ facial expressions) as well 
as getting totally absorbed in the virtual encounter (and, for example, even forgetting 
about an aching body – Chapter 4). Virtual proximity is just about two faces and two 
minds directed towards each other via the screen. 
This actual telepresence allows for an interpersonal openness and orientation in which 
a patient’s vulnerability can present itself. In this open orientation, patients can, in 
the words of Levinas21,22, appear as an Other who’s revelation urges a HCP to take 
responsibility to not turn away from a patient’s suffering. The technology also stimulates 
audio-visual, often nonmedical small talk23. In the comfort of their homes, patients feel 
relatively free to express themselves through words but also by showing their way of 
living, showing important objects like photographs, and by introducing important 
proxies. Inherent in this apparently superficial sharing of words is a Saying that again 
implies an original orientation towards the Other and the potential for intimate con-
tact21. In line with Pols20 the appearance of the patient as Other in teleconsultation 
requires a base in either pre-existing well-functioning relationships or in a previously 
created shared teleconsultation history.
This study shows that teleconsultation technologies have the potential to create a virtual 
proximity, but whether patients are truly ‘well-comed’ depends on the palliative care 
specialists being able to pair their professionalized consultation approach with a sen-
sible and wondrous attitude. Palliative care specialists do not have to fear to lose their 
ability to ‘touch upon a patient’s personality’ in teleconsultation 9 (Chapter 2). Instead, 
they have to fear their own inability to adopt a humble attitude that facilitates an 
open space in which the patient can appear24. Palliative care specialists’ reluctance to 
discuss sensitive topics in teleconsultation due to an experienced lack of control about 
what happens on the other site closes the door to virtual proximity. 
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The virtual proximity observed in this teleconsultation study implies two yet undefined 
competences. First, moments of virtual proximity usually ended up in moments of 
silence, but teleconsultation technologies’ scripts continuously invite participants to 
verbally interact with one another25,26. This makes moments of silence feel awkward 
and out of place, whereas sitting with someone in silence is considered essential in 
the approach of suffering human beings27. In this study, participants did not yet find 
appropriate ways to insert moments of silence in teleconsultations. Instead, long 
silences led to conversation partners ending the teleconsultations. Second, the digital 
hyper-focus and virtual proximity are vulnerable to disturbing elements from the 
home or the hospital that pierce through their fragile exclusiveness. Intrusions of 
unannounced others – nurses, colleague physicians, or informal caregivers – bring 
about immediate disruptions of exclusive conversations. As a consequence of these dis-
ruptions conversation partners feel caught, their intimacy betrayed, and their privacy 
infringed. The intimate connectedness that is needed to converse truthfully about a 
patient’s situation, hope, and/or suffering, as mentioned in Chapter 3, does not allow 
for the presence of unknown others. 
To conclude, the conversation to connect and the conversation to instill realism as 
described in Chapter 2 can for the most part be maintained during teleconsultation in 
palliative care. However, these communication genres require a few elaborations. First, 
whereas teleconsultation technology potentially brings about a virtual proximity, the 
appropriate reaction by professionals is to take an open, wondering, and humble atti-
tude, which will induce more depth to the general ‘professional attitude’ mentioned 
in the conversation to connect-genre and changes the goal of instilling realism into the goal 
of mutual truthful communication. Second, due to the potentially intimate character 
of teleconsultations, they can take as much time as intense face-to-face conversations on 
life values, treatment and care, and shared decision making (the conversation to connect-
genre). Teleconsultation offers more than only a superficial monitoring of symptoms, 
but to realize the full potential of teleconsultation requires sufficient time and attention.
Concluding statements (research questions 1,2)
1. Communication technologies supporting synchronous audio-visual communication 
tempt health care professionals to make the visual element dominant in teleconsul-
tations. During teleconsultations, however, the visual should always be compared 
with the medical history and stories/information provided by proxies and primary 
care physicians in an extensive clinical reasoning process in order to triangulate 
information and come to reliable conclusions. In this way, technology’s limited 
transparency and opaque encoding-decoding schemes can be overcome.
2. Teleconsultation technology enables continuous and long-term commitment to 
a patient, regardless of physical distance. Teleconsultation thereby neutralizes a 
patients’ fear of abandonment. Patients experience a sense of relief and safety, 
knowing that expert palliative care is available at home, believing these will prevent 
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distressing hospital visits to occur due to the combination of generalist and specialist 
palliative care.
3.  Patients do not necessarily experience medicalization of the home with teleconsul-
tation. Instead, they can find more comfort and autonomy in their homes, which 
help them to better express themselves and to feel more in control with respect to 
decisions on treatment and care. The physical distance created by teleconsultation 
can contribute to the experience of autonomy as it complicates physical apprehen-
sion by health care professionals and/or health care settings.
4.  If well applied, teleconsultation can foster a hyper-focus on the conversation partner 
that induces the acknowledgment of the patient as an original human being and 
true contact.
5.  Teleconsultation technology invites conversation partners to involve in chatter, which 
is a breeding ground for creating virtual proximity with the patient as a person. 
6.  Both the hyper-focus and the small talk bear implicit elements of being oriented 
towards the patient as an Other person, and so have been preludes to moments of 
intimate yet technology-mediated contact in which truthful dialogues can come 
about. 
7.  Such intimate, humane contact through teleconsultation gives room for the suffer-
ing of a patient to appear, but appropriate endings for these intimate contacts on 
suffering have not yet been found: it appears difficult to sit with a patient in silence 
as the teleconsultation technologies continuously invite participants to verbally 
interact. 
Telemedicine and telecare: mediation of patient-primary care physician-palliative 
care specialist relationships by teleconsultation (research questions 2 and 3)
In this dissertation, two teleconsultation models emerged. In the first model of tele-
consultation induced team care (Figure 1; continuous black lines), which occurred most 
frequently during our study, palliative care specialists and primary care physicians 
decided to work as a multidisciplinary team. This means that both specialists engage 
in private conversations with the patient. The palliative care specialist engages with 
the patient by means of teleconsultation technology, and the primary care physician 
usually by physically visiting the patient. In addition, the palliative care specialists and 
the primary care physicians use interprofessional back stage conversations to share 
their insights about the patient, and to attune treatment and care. 
This form of collaboration strongly requires standardization of the back stage com-
munication in order to prevent ambiguous or parallel care and medical treatment to 
occur12,28,29 (Chapter 3 and 5). This back stage communication relies on commitment 
and discipline of all professionals involved to promptly and accurately inform one 
another when the patient’s situation changes. Furthermore, multidisciplinary teams 
require prudence from all members in order to appear to the patient as a complemen-
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tary team with an aligned perspective and treatment plan. In multidisciplinary team 
care there is less room for primary care physicians to work solo. Specialist palliative care 
teams also have to exercise restraint in their teleconsultation approach to the patient 
in order to sustain the central coordinating position of the primary care physician in 
home care, which eventually leads to hands-on end-of-life care for patients residing at 
home. A pitfall of multidisciplinary team care, with and without teleconsultation, is 
for professionals to communicate with one another via the patient. In this study, this 
occasionally resulted in patients feeling insecure while being confronted with opposing 
care perspectives.
If team members can maintain a prudent attitude, teleconsultation can lead to a long-
term “personal liaison” between the health care professionals involved5,29. Such liaisons 
will result in a sharing of the burden of palliative care provision at home (see also 
Chapter 3), mutual understanding of each others’ professional practices, profound and 
patient-centered decision-making and advance care planning, and mutual trust. 
In the second teleconsultation model (Figure 1; grey interrupted lines), a real-time 
tripartite, and therefore interdisciplinary consultation is organized. This collaboration 
model occurred in our study in only one case. As the used teleconsultation technology 
only allowed for high-quality bilateral videoconferencing by connecting no more than 
two locations, one health care provider had to be willing to travel to join the patient 
(or the other professional) in order to set up interdisciplinary treatment and care con-
versations. In this study’s service model, we asked the primary care physicians to travel 
to the patient’s home for teleconsultations. Seventeen primary care physicians men-
tioned that difficulties in attuning the different professional agendas were the main 
reason for not being able to engage in this interdisciplinary care5,28,29.
In tripartite teleconsultations the negotiation of responsibilities between professionals 
became more obvious due to the instant reciprocity between patient, PCP, and SPCT 
clinician(s). This reciprocity demands a modest and open attitude from professionals: 
they need to have the ability to deal with criticisms and comments in front of the 
patient as well as to have an open mind to new perspectives2,5. Tripartite teleconsulta-
tion requires relinquishing personal control over communication, planning, treatment, 
and care5. Interdisciplinary dialogues make medical-technical jargon inappropriate, 
as not every conversation partner is able to understand it5. Instead, professionals need 
to find a common language with an appropriate level of complexity in tripartite tele-
consultations.
The interdisciplinary teamwork that results from tripartite teleconsultations also 
requires back stage work. We observed interprofessional back stage work in which 
professionals discussed medical-technical details and/or topics that could not be dis-
cussed in front of the patient. Moreover, we observed back stage work between the 
primary care physician and the patient to prepare for the teleconsultations as well as 
to discuss the consultations’ outcomes afterwards. 
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Concluding statements (research question 3)
1.  Teleconsultation facilitates more intense collaborations between primary care 
physicians and hospital-based palliative care specialists, if the accompanying back 
stage work is standardized and well implemented.
2.  In this study on teleconsultation, multidisciplinary team care was most common. 
The involved professionals arranged private conversations with the patient, which 
were ideally followed by back stage conversation with the other professionals. Back 
stage communication implies additional work for professionals. 
3.  Long-term engagement of palliative care specialists by means of teleconsultation 
results in solid knowledge of the patient’s situation as well as in an interprofessional 
trust based on thorough knowledge of palliative care specialists’ and primary care 
physicians’ medical practices.
4.  Teleconsultation in a palliative homecare setting requires an active and continuous 
aligning and division of responsibilities by professionals. In multidisciplinary team 
collaborations, professional freedom seems more guaranteed, whereas in tripartite, 
interdisciplinary team care the direct digital contact between patient, primary care 
physician, and palliative care specialists results in a more concentrated responsive-
ness and mutual control.
Teleconsultation penetrating into the daily lives of patients and health care 
professionals (research question 2)
The value of the different devices utilized for this study in the daily life of patients is 
best illustrated with two observations: 1) the large and immobile desktop device that 
was first used in this study was too visually dominant. It was usually installed in the 
living room. The devices were often placed close to the patients’ beds or places of com-
fort due to patients’ and devices’ limited mobility. The device remained constantly in 
sight, reminding the patient and informal caregivers of their inability to get rid of the 
device when desired, of their precarious situations, as well as of the approaching death 
of the patient. Some could not stand the sight of these devices and gave them back. This 
observation came closest to the presumption that ‘medical’ technology intrudes into 
and disrupts home as a peaceful place30,31. The tablet computers suited patients better. 
Tablet computers could be easily taken up and put away when needed. They functioned 
as handheld portals to a different world where they could find medical expertise, atten-
tion, and comfort. One patient even called his tablet computer affectionately “his little 
painting”, strongly referring to the characteristic of a two-dimensional painting that 
evokes different and distant worlds. Tablet computers did fit into the daily, and often 
impaired lives of the patients. Interestingly however, the use of tablet computers in 
the hospital practice paved the way for privacy infringement, as these mobile devices 
were more often used in public rooms and in between other activities.
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Figure 1. Transmural palliative care by means of teleconsultation
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Based on the study protocol, each patient was invited to engage in weekly teleconsul-
tations. However, as the study progressed, both palliative care specialists and patients 
agreed to mould the protocol to the needs and desires of the patient. They mostly 
opted for less frequent teleconsultations when the patient’s situation seemed stable.
In Figure 1 this study’s most important findings have been translated into an informa-
tive map.
Discussion: palliative care teleconsultation in a general  
perspective
Based on this study’s findings, it can be stated that teleconsultation is, if well applied, 
a valuable and appropriate solution for some of the current problems in Dutch care for 
home-based, seriously ill patients living in their last phase of life. The combination of 
telecare and telemedicine (in this study called ‘teleconsultation’) can, as is showed in 
Chapter 5, facilitate a (re)connection and integration between primary care and second-
ary/tertiary care. Such integrated care can contribute to seriously ill patients living 
their lives in their own home. Being able to live at home with an acceptable quality of 
life is a focus of Dutch government’s current health care policy.
This might be particularly relevant for future cancer care in the Netherlands, as oncology 
treatment and care become more and more centralized in just a few expert centers32,33. 
Such centralization results in patients receiving high-end treatment and care beyond 
the horizons of their primary care physicians at centers not necessarily close to home. 
After being treated in such a hospital, a transition to home, for example if palliative care 
sets in, would also be a transition to a low-tech environment and a possibly minimally 
involved and poorly informed, generalist primary care physician. Pro-active interdis-
ciplinary teleconsultation, which preferably already starts during the curative treat-
ment phase, could facilitate smooth transitions between hospital and homecare, making 
primary care physicians better prepared and enabling maintenance or elaboration of 
patient-primary care physician relationships. Patients, on their part, do not directly have 
to give up the specialist knowledge they grew accustomed to, and enjoy the continuous 
commitment of their practitioners through teleconsultation. This integration of spe-
cialized care/palliative care with primary care by means of teleconsultation can improve 
and standardize overall patient care, whether it is to monitor symptom treatment in a 
curative trajectory or collaboration and specialized support in a palliative care trajectory. 
Preconditions that proved to be important for both multidisciplinary and interdiscipli-
nary team care in our study are 1) a positive attitude and willingness towards collabora-
tion, 2) reserving time for and investing in back stage communication (much so in multi-
disciplinary team care, a little less in interdisciplinary care), and 3) an active attuning 
and dividing of responsibilities. It appears that well-functioning interdisciplinary palliative 
care via teleconsultation, together with the appropriate back stage communication, 
serves direct interprofessional attunement and decision making best. That being said, 
multidisciplinary palliative care via teleconsultation serves patient-centered care in a 
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different way: as palliative care is also very much about attentive care to the individual 
patient and giving room to the patient as a person, the private conversations between 
patients and the different practitioners, whether or not by means of teleconsultation 
technologies, actually provide more opportunities for a (virtual) proximity in which 
the suffering of a patient can come to the fore than in interdisciplinary conversations. 
In an interdisciplinary team care setting, the suffering patient needs to be rather asser-
tive and outspoken in order not be overlooked.
If professionals are able to meet all three preconditions, teleconsultation would result 
in: a) building and/or maintaining long-term relationships with patients and proxies 
that evolve by means of regularly seeing each other’s faces and mutual chatter; b) expe-
riencing moments of digital proximity and intimate, truthful contact; c) contributing to 
meaningful back stage work that results in mutual interprofessional supportiveness 
and balanced multidisciplinary team care in which a patient finds security and relief. 
Teleconsultation then has the potential to lead to more attuned and complementary 
team care at a distance. 
The focus of our study was primarily on participants’ experiences with interdisciplinary 
care by means of teleconsultation, in order to examine the common idea that further 
technologization of patient-professional communication results in cold, rationalized 
care. This “nightmare”, as Pols1 stated, seldom came about in our empirical data, and 
teleconsultation mostly appeared to contribute to better quality palliative care at home. 
This reference to ‘better quality palliative care at home’, however, requires further 
study by means of a quantitative approach: as part of this extensive teleconsultation 
project a colleague is conducting a randomized control trial for the (cost-)effectiveness 
of teleconsultation in palliative home care in relation to care as usual34,35. 
The complete NWO-project ‘Optimization of complex palliative care at home by means 
of teleconsultation’ was modeled to be an interdisciplinary study including qualitative 
and quantitative empirical research methods as well as ethical reflection. Therefore, 
professionals with different expertise were involved in this study. For five years, two 
social scientists specialized in qualitative research, an ethicist with empirical research 
expertise, a health care scientist, and two medical doctors specialized in palliative care 
have collaborated on conceptual schemes about this new and complex medical practice. 
This method of working was in line with the view of the Netherlands Organisation of 
Scientific Research’ (NWO) Responsible Innovation-programe, which sponsored this 
research project: preferably in an early stage (design/first implementation), collaborative 
groups of researchers from different scientific disciplines should study social and ethical 
consequences of technological developments to guarantee responsible innovation36.
e  http://www.nwo.nl/en/research-and-results/programmes/responsible+innovation
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The importance of context: the surplus value of  
teleconsultation in a developing health care context  
(research question 4)
In addition to our teleconsultation in palliative care research in a European context, the 
Expertise Centre for Palliative Care (Radboudumc, Nijmegen, Netherlands) and the 
Centre for Palliative Care Nigeria (CPCN, Ibadan) explored the potential fit of tele-
medicine technologies and services (e.g., monitoring, education, consultation) for pal-
liative care in African countries where poverty, limited access to health care, long 
distance travelling, and different perspectives on good dying and death make up for a 
different care context. In order to be sustainable in Africa, teleconsultation (telecare 
and/or telemedicine) has to make sense to African societies in general and local com-
munities in particular37,38.
The Internet-based communication technologies used in the Dutch study for teleconsul-
tation were not new to Nigerian society, and will not be new to a large part of the world’s 
population. Many Nigerians, or Africans for that matter, have a mobile phone at their 
disposal. Tablet computers and Internet are, in urban areas, very much on the rise. The 
idea, however, to use these reasonably low-threshold Internet-based communication 
technologies to connect different health care practices within one country (e.g., primary 
and secondary/tertiary care) was never fully explored, let alone distance consultations 
with patients and family caregivers. Although the University College Hospital, Ibadan, 
Nigeria, had its own ‘Telemedicine Unit’, this unit was solely used for large interna-
tional education projects and was mainly sponsored by international partners. 
This idea of using modern communication technologies in a new way to integrate pri-
mary and secondary care palliative care practices (an idea that has been adopted and 
elaborated on in a northern European/American context) directly raised the question 
whether and how such a new use of technologies will fit into the socio-cultural contexts 
of developing countries. From the study in Nigeria we can again conclude that tele-
medicine and telecare have to fit the daily goals and routines of the practice at hand. 
Although the theoretical idea concurred with the most important Nigerian perspec-
tives on good dying – for example staying in the comfort of one’s home or local health 
care center, prevent expensive travelling to far away hospitals, and reaching out to 
patients (often children) and families with information and guidance – a lack of funding, 
the harsh reality of limited Internet bandwidth, lack of network coverage in rural areas, 
and unstable power supply reduced the available opportunities. For this reason, it was 
concluded in the site visit that non-synchronous, digital communication with a focus 
on education would be most promising as a first target and that synchronous telecon-
sultation could be further explored in a later phase when networks would allow for it.
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Methodological reflections and study limitations
Purposive sampling
The aim of this study was to closely follow all stakeholders using teleconsultation. We 
succeeded in including patients, family caregivers, primary care physicians, and pal-
liative care specialists into our research. All participants lived and/or worked in the 
eastern part of the Netherlands, with a significant part living and/or working in the 
Nijmegen-area (or the Radboudumc-area for that matter). Our original intention was 
to select, with the help of primary care physicians, palliative care patients with com-
plex problems with a life expectancy of approximately three months. As primary care 
physicians only came up with a very limited number of patients, we felt compelled to 
sample through the specialist palliative care team from the Radboudumc (the same 
team that would provide the teleconsultations) and home care nurses in the Nijmegen-
area. The unstructured help of all these sampling partners made it impracticable to 
thoroughly screen patient inclusion and conduct a substantive non-responder analysis. 
We were, however, reasonably successful in controlling the sampling on for this study 
important variables: the sample contained young, middle-aged and older adults having 
major, moderate, or no experience with new communication technologies; patients 
with an extended history and profound relationships with the Radboudumc specialist 
palliative care team alternated with patients who never visited the Radboudumc before; 
the same was true for the primary care physicians, who varied on age and experience 
besides; the multidisciplinary specialist palliative care team (physicians and specialist 
nurses) was a constant factor in this study. We expect a small selection bias as a result 
of curious patients who were eager to control their care are used to be more likely to 
participate in such innovative research39. This bias, which was also mentioned by 
some of the participating primary care physicians (Chapter 5), was probably neutralized 
by the inclination of less curious and control-focused palliative care patients who were 
looking to make a contribution to society by participating in research40. Overall, both 
the sampling and analysis showed sufficient diversity to secure theoretical profundity 
and saturation on different main themes.
A naturalistic approach
The chosen naturalistic approach yielded valuable situated knowledge1,41. The chosen 
methods, semi-structured and unstructured interviews and observations, helped to 
closely follow the various experiences and regularly shifting perspectives of the par-
ticipants which crossed each other during teleconsultations1,41. The variable nature of 
this innovative practice could, for example, be found in the unplanned dyadic inter-
views: in the same interview two different perspectives on events and teleconsultation 
offered a great opportunity for triangulation, and therefore contributed to conceptual 
understanding of the practice of teleconsultation42.
We secured validity and reliability through a grounded theory approach, with constant 
comparison and building a chain of evidence from raw material to theoretical concepts as 
most important elements41,43,44. The sampling procedure focused on including different 
people and perspectives, but never along the strict lines of a theoretical replication 
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logic45: the deviant case played its most significant role in the paper on multidisciplinary 
and interdisciplinary team care41,46. The iterative process and preliminary analyses in 
combination with persistent interviewing and observing made continuous triangula-
tion and member checks possible41,43. 
Personal reflections on empirical fieldwork
Although unintentionally, my presence as a researcher sometimes impacted the situation 
under study. I occasionally mediated in participants’ interactions with the technology and 
various social contexts. Hence this reflection: to increase the critical introspectiveness47. 
Below a short overview of the ‘compromising roles’ in which qualitative researchers can 
find themselves with respect to researching teleconsultation in a palliative care practice:
• While being a part of the design team of the teleconsultation interface, I felt respon-
sible to make this interface work for the sometimes very vulnerable patients during 
observations. I consciously had to restrain from intervening in failing human-
technology interactions. When misconnections with the Internet, software bugs, 
or limited media literacy occurred, I felt I could and should intervene, but not 
without reflecting on this interventions with participants afterwards. Such failures 
were also used as feedback moments to improve both the technology and, if neces-
sary, the services.
• As a representative of the Radboudumc I felt responsible for other professionals to 
keep their appointments and I intervened when they failed to do so. These inter-
ventions were described in the observational field notes, which became part of the 
analysis. 
• Notwithstanding the technical support of an independent company, the researchers 
regularly found themselves helping out with Internet connections, wireless net-
works, and software bugs. This hands-on technical support should be part of future 
teleconsultation services in order to make it a sustainable solution, as researchers 
cannot continue providing technical support forever.
• Naturalistic inquiry requires being a good listener and close observer. In the practice 
of palliative care, this means that a researcher’s presence will also have a therapeutic 
effect. The presence and attention of the researcher can mean a lot to patients (as was 
regularly mentioned, even in obituary cards; “conversations like this [interviews] 
are sometimes the best medicine”) and, similar to professionals, researchers have 
to continue their visits in order to prevent patients from feeling abandoned. In 
contrast, a researcher can also be too much: another representative of the hospital 
in the privacy of the home. 
• A last consequence of being a close observer is that I occasionally felt obliged to tell 
the palliative care specialists about the physical state of the patient, if I thought they 
missed an important element during a teleconsultation. Sometimes the palliative 
care specialists also explicitly asked for it. It requires continuous ethical reflection 
whether or not to become a continuation of the specialist palliative care team and 
share confidential information about the patient with professionals. This is especially 
important as patients sometimes deliberately decide to withhold information from 
their practitioners.
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The abovementioned ‘compromising roles’ emphasize the excessive involvement with 
the home care setting in this study. However, systematic intimate involvement in the 
practice contributes to “a Verstehen” of the experiences of previously unknown people41. 
I had to become a part of this practice, to adopt both an insider/outsider perspective; 
to gather the necessary data44,47. Only in rare occasions (e.g., an open conversation on 
existential issues not related to the research), emotional and/or professional limits were 
surpassed. I recommend researchers undertaking similar projects to work together 
with a confidential advisor who is familiar with this kind of situations, in order to 
channel these experiences.
Implications for clinical practice
Based on this qualitative study, the following recommendations for clinical practice 
can be formulated: 
1.  Whereas palliative care patients can find comfort and relief in staying at home, 
experiencing feeling less of a dying person and more in control with respect to their 
own care, teleconsultation should be offered to a) patients who require a gradual 
transfer from high-technological care settings to the home and who will suffer from 
feelings of abandonment as a result of these transfers, b) patients who desire to 
maintain their personal autonomy and control, and c) patients at home who are in 
need for specialist palliative care treatment and support. (ResQ 1,2)
2. As patients (and proxies) experience feelings of intimacy and relief as a consequence 
of virtual proximity, palliative care specialists do good by adapting the humble and 
open attitude required to establish a virtual proximity in which the patient can fully 
appear as another person. Through an open orientation and closely listening to 
the patient, palliative care specialists ‘well-come’ the patients and their stories. The 
innocent small talk has to be cherished, especially in teleconsultation, as one reaches 
virtual proximity only through sharing of and building on stories. (ResQ 1,2)
3.  The disruption of the fragile virtual proximity by the intrusion of unannounced 
others made patients experience being looked at, betrayed, and deprived of their 
privacy. To prevent such experiences from occurring, private teleconsultation rooms 
have to be used. (ResQ 1,2)
4.  In order to prevent patients from being constantly reminded of a medical system that 
monitors their last phase of life, the devices used for teleconsultation in palliative 
care settings should be as transparent as possible. They have to be mobile (Wifi) and 
light. Moreover, they have to blend in with the households in order not to become 
a continuous reminder of an approaching death. (ResQ 2)
5.  Palliative care specialists have to learn about how the teleconsultation technology 
encodes and decodes visual information. In other words: they have to learn about 
the quality of the images as well as about the appropriate probing questions for 
checking the images. Expert palliative care teleconsultations thus require a) excel-
lent interviewing skills with which they can, via teleconsultation, elicit truthful 
stories from patients and proxies, b) professionals capable to interact with people 
on different levels and different topics (patients, proxies, physicians), and c) profes-
sionals capable “to connect the dots” between all this information to gain credible 
clinical knowledge. (ResQ 1,2)
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6.  Whereas proxies feel acknowledged and patients experience actual relief seeing 
their proxies being taken care of, palliative care specialists should somehow include 
proxies into the teleconsultations. Professionals should, however, understand that 
it is difficult in teleconsultation to take someone aside. (ResQ 1,2)
7.  Professional technological support has to be available for professionals and patients 
to make sure teleconsultation services are reliable and sustainable. (ResQ 2)
8.  Patients desire to be able to flexibly work with a “pool of professionals”48 who 
nevertheless appear as a cohesive team with a shared perspective on treatment 
and support. Interprofessional collaborations as a consequence of teleconsultation 
are, therefore, best supported by a modest and prudent attitude of the practitioners. 
Professionals should explore each other’s strengths and weaknesses and deploy 
this knowledge for the provision of maximum complimentary team care. (ResQ 3)
9.  Professionals should make a deliberate choice between working from a multidisci-
plinary or interdisciplinary team care perspective. With multidisciplinary team care, 
professionals should commit to and invest in intensive back stage communication 
to make this kind of team care work. With interdisciplinary team care, professionals 
and patients should work on a form of communication in which all participants, 
but especially the patient, feels welcome to express their thoughts. (ResQ 3)
10. As multidisciplinary and interdisciplinary team care both require back stage work, 
standardization of and technological support (e.g., sharing patient files; opportuni-
ties for e-mail) for this back stage work are required. Solid back stage work must be 
a high priority as it prevents patients from getting caught between two or more 
different perspectives on their treatment and care. (ResQ 3)
11. Especially interdisciplinary care requires strict agenda management to unite all 
professionals, proxies, and the patient at the same time. (ResQ 3)
Future research
Following our qualitative research on teleconsultations in a complex palliative home 
care setting, we propose a number of recommendations for future research.
Whereas screen-to-screen contact is an increasingly accepted part of health care in the 
Netherlands, future research on (the education of ) specialized health care communi-
cation via modern communication technologies needs to be performed. Patients and 
professionals will have to learn how to interact, through technology, with multiple 
conversation partners with various backgrounds and how to develop different inter-
pretative frameworks for gaining clinical and personal knowledge. Furthermore, in 
future studies we have to look for protocols that are less rigid (one teleconsultation 
per week), but still provide enough contact to guarantee true connections between 
suffering patients, proxies, and care professionals. 
The area of possible tension between providing patients with more personal control 
over their illness through (all kinds of) telecare solutions and reported contributions to 
further medicalization of the private and the ‘natural’ (e.g., dying) should be studied 
in more detail in order to find appropriate ways to apply telecare in palliative care. 
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Special attention should be given to the future convergence of different telecare solu-
tions – personalized monitoring, videoconferencing, digital network platforms – into 
single applications.
Currently, our research group is testing affordable, safe, and easy to use videoconferenc-
ing software that supplies opportunities for digital conversations between multiple 
conversation partners, located at different places (scenario 3; light grey dotted lines in 
Figure 1). This explorative study on digital interdisciplinary team care for adolescents 
and young adults with advanced cancer has the central question whether and how 
digital proximity can be realized and maintained in three-way consultations.
This dissertation provides insights into verbal technology-mediated patient-professional 
communication. Another essential form of palliative care communication, sitting silently 
with a suffering patient and just ‘being there’, proved to be less supported by technology-
mediated communication. Future research should focus on what the value is of being 
silent with another person and whether and how this human value can be mediated 
by (communication) technology.
For developing countries, we consider a tele-education scenario (or web-based learning 
program) to be a good investment. With most countries having one or a few frontrunners 
in palliative care, these frontrunners could try to expand their network and knowledge 
dissemination by offering online education build on non-synchronous but dialogical 
digital communication to health care professionals in primary and secondary care. This 
could be a basic, grassroots approach that might be expanded to synchronous, audio-
visual consultation in due time and/or to an international learning community. Such 
an expansion supposedly could, at least partially, address the pressing public health 
question how we ensure that appropriate palliative care reaches all those who may 
benefit from it. It would be worthwhile to study e-learning modules for their contribu-
tion to high quality end-of-life care for dying patients in the community49 and to intense 
multidisciplinary collaboration networks that could address poorly conceived policy 
and socio-cultural, and financial constraints50,51.
To conclude
This dissertation provides a conceptual framework that helps to understand and opti-
mally design the use of teleconsultation in the practice of palliative care. If this disserta-
tion’s suggestions are carefully taken into account, teleconsultation will contribute to 
the transfer of expert palliative care knowledge to homecare as well as to the provision 
of optimal (distance) support to suffering palliative care patients.
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summary

Summary
This dissertation is about teleconsultation, defined in this book as a consultation practice 
that connects by means of tablet-computer technology (iPad) or an assemblage of com-
puter technologies (PC plus webcam and microphone) three agents: 1) a home-based, 
seriously ill patient who is in the last phase of his/her life, 2) his/her primary care 
physician(s), and 3) hospital-based specialist palliative care team clinicians. This tele-
consultation practice provides two kinds of services: a) a ‘telemedicine’ service, i.e. 
offering opportunities for consultations between primary care physicians (PCPs) and 
palliative care specialists on palliative treatment and care (but in the presence of patients), 
and b) a ‘telecare’ service, i.e. distance care directly delivered to a home-based palliative 
care patient by a hospital-based palliative care specialist.
The abovementioned teleconsultation practice was subjected to an empirical-ethical 
study. The empirical part of this study was a naturalistic investigation into the complex 
practice of teleconsultation in palliative (home) care. Such a naturalistic approach has 
been considered best to study such a complex practice under construction in which 
various perspectives (patients, informal caregivers, and health care professionals) and 
actions meet, and in which participants continuously try to reshape and refine palliative 
care at home by means of new communication technologies. Several qualitative methods 
(various kinds of qualitative interviews; observations) were used to follow participants 
in their last phase of life and to learn about their experiences, stories, and practical 
knowledge. The ethical part of the study consisted of a reflection on the non-neutral 
position of teleconsultation technologies (TCT) in the different environments (home; 
hospital) and in the different working routines. Technologies change the perceptions 
of humans on their surrounding world, thereby forcing people, however subtle, to think 
and act differently. This scheme of possible changes that is presented by a new tech-
nology calls for ethical reflection: if one knows how technology mediates the situation, 
practical options, and available knowledge, what then ought to be done with this tech-
nology?
The main goal of this dissertation was to empirically assess and ethically reflect on a) 
the mediation of ‘home-based patient – primary care – hospital-based palliative care 
specialists’ relationships by a synchronous, audiovisual, (bi-)weekly teleconsultation 
service and b) the (normative) fit of this teleconsultation service in a home-based and 
hospital-based palliative care practice.
This dissertation has the following structure:
Chapter 1 provides a general introduction. Chapter 2 reports on the first empirical study 
on specialist palliative care clinicians’ assumptions on and wishes for a teleconsultation 
service that precedes implementation. Chapter 3 is a literature review on ‘patient-health 
care professional’ communication patterns in palliative care. Chapter 4 reports on the 
second empirical study on the impact of teleconsultation on home-based palliative care 
patients/hospital-based palliative care specialists’ relationships. Chapter 5 reports on part 
two of this second study trying to answer the questions whether and how teleconsul-
tation supports integrated palliative care at home. Chapter 6 is about a third empirical 
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study that explores the potential fit of palliative care teleconsultation in sub-Sahara 
Africa (Nigeria). Chapter 7 provides an ethical inquiry into the mediation of human 
suffering by teleconsultation technologies. Finally, chapter 8 offers conclusions and a 
general discussion.
Chapter 1 provides an introduction into the practice of palliative care in the Netherlands, 
and the potential role of teleconsultation in this practice. Against the background of 
an ageing Dutch population and, as a consequence, an increase of chronically ill people 
and non-sudden deaths, teleconsultation is considered a potential solution to get expert 
palliative care and/or end-of-life care to home-based palliative care patients and local 
health care providers. Previous literature suggests that teleconsultation generates 
multidisciplinary, high-quality palliative care, intensifies caring relationships, provides 
reassurance, and supports dying at home. It will also induce professional and clinical 
integration between primary care and expert palliative care, which are usually bound 
by different geographical locations. It is expected that when interprofessional support 
and/or education blossom thanks to more integrated care, patients will have a flexible 
pool of better-informed and mutually attuned professionals at their disposal.
The aim of the empirical study central to Chapter 2 was to describe explicit and implicit 
references to socio-cultural patterns and spatial particularities of the Dutch (home-
based) palliative care practice that co-shape the implementation of a teleconsultation 
service. An expert meeting and two semi-structured interviews with professionals 
playing various roles in a hospital-based expertise center for palliative care were con-
ducted to reveal respondents’ initial assumptions about the intermediating position of 
teleconsultation technology in care giving as well as their wishes about the final design 
and function of teleconsultation. Participants expected teleconsultation to impoverish 
the clinical connectedness, to hinder the physical proximity needed to complete a diag-
nosis, and to limit the opportunities to enter into “real contact” with the person behind 
the patient. They also feared that professionals would trust the visual images blindly, 
resulting in incomplete and, therefore, dangerous diagnoses. 
Participants also anticipated teleconsultation to provide an easy opportunity to digitally 
visit and monitor patients at home, and provide them with extra attention that could 
have a healing effect by itself. Patients were considered to have more opportunities to 
become pivotal figures in their care through the easy access to professionals by means 
of teleconsultation. Such digital access, however, would likely disrupt the present Dutch 
transmural care model and erode patients’ abilities to cope. The disruption of the care 
model would bring about a grey area in which professional responsibilities are no longer 
well-defined and where the time for a weighed treatment or care decision is limited. 
Hospital-based professionals assumed an embodiment relationship with TCT: they 
expected to be able to extend their perception of the patient (at home) as well as their 
attention for this patient. At the cost, however, of losing physical proximity. Secondly, 
a hermeneutics was considered necessary to be able to carefully interpret teleconsul-
tation images. Thirdly, teleconsultation was thought to transform caregiving cultures 
as formerly separated care domains suddenly were connected and potentially collided 
meaning that roles and responsibilities would shift. 
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The literature review in Chapter 3 poses the questions which general communication 
patterns can be identified in the practice of palliative care and how upcoming tele-
care technologies will match with these patterns. Based on a synthesis of the literature 
two communication genres were distinguished that are dominant in patient-professional 
communication in palliative care. By means of a conversation to connect, professionals try 
to create and maintain a relationship with palliative care patients. This genre is about 
building rapport with patients, being geared to their environments to provide attuned 
care, and making sure that continuity of care is guaranteed. The conversation to connect 
requires recognition of the patient as a human being, commitment, engagement with 
patient perspectives, and a continuous flow of information. A professional is expected 
to have good bedside manners, empathy, and flexibility, which will have to result in 
taking time for a patient and looking for the appropriate opening statements. The 
conversation to instill realism is used when patients and family caregivers suffer from 
uncertainty about the status of the disease, prognosis, and scenarios. The goal is to 
generate a full understanding of the course of the disease and informed decision making 
by patients. Professionals have to balance between full transparency about an approach-
ing death and maintaining a (realistic) hope in seriously ill patients. This requires a 
professional attitude of not being too overwhelmed with compassion and a careful and 
patient-centered choice of topics and words. Tools to shape such careful communication 
are the use of meta-communication, positive framing, the use of analogies and meta-
phors, and avoiding medical technical jargon. 
Four elements from these genres are particularly relevant to future telecare practices in 
palliative care: 1) face-to-face communication is highly dominant in palliative care as it 
relates to the normative idea of having to be physically close to suffering and vulnerable 
patients, 2) building and maintaining long-term, trustful relationships with patients 
and proxies might get a boost as telecare offers more opportunities to reach out to 
patients without the limitations of being bound to a particular place or time, 3) will 
communication technologies allow for enough emotional connectedness to tell difficult 
truths at a distance? and 4) will telecare technologies offer the possibility for dialogue 
and thereby enable more patient participation in patient-professional communication?
The results of an extensive qualitative study of the design and implementation of a 
teleconsultation service that connects home-based palliative care patients, their closest 
family, and primary care physicians to hospital-based palliative care specialists are 
laid out in Chapters 4 and 5. The qualitative study included long-term observations 
and semi-structured and open interviews for 18 patient cases. Chapter 4 focuses on 
the impact of teleconsultation technologies on the relationships between home-based 
palliative care patients and hospital-based palliative care specialists. Three key insights 
emerged from the empirical data: a) TCT support the transcendence of institutional walls, 
b) TCT define transparency, and c) TCT enable technologized, intimate caring relationships. 
TCT enable transcending geographical distances, while transferring specialist palliative 
care to the home. The patient generally experiences more comfort and control at home. 
The audiovisual framework that TCT imposes upon participants invites people to focus 
on the conversation partner and, therefore, leads to an exclusive digital connectedness 
between conversation partners. This exclusive digital connectedness, however, appeared 
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vulnerable to unannounced intrusions of others into the conversation, which resulted 
in privacy infringement. Secondly, TCT (desktop computer or tablet computer) require 
the quality of transparency in order to fit into the lives of weakened, often bedridden 
patients. The utilized technology (a PC in particular), however, reminded some patients 
of an approaching death. Optimal transparency is also needed for professionals’ diag-
nostic practices: TCT could only translate general tendencies into images and often 
missed the small, for diagnosis essential details. TCT could not prevent specialist 
palliative care team clinicians from experiencing a lack of physical proximity. The 
participating professionals had reservations about addressing painful truths and 
emotional topics during teleconsultations as they did not feel sufficiently close. In 
contrast, patients felt that the distance created by the technology was valuable free 
space wherein they could pour out their hearts, define their own roles, and co-design 
their own care. Finally, TCT enabled technologized patient-professional relationships 
in which a joint medical and interpersonal history could be build that leads to intimate 
engagement, trust, and tailor-made care. In such relationships, patients felt free to truly 
expose themselves and experience a sense of safety and relief. Chapter 5 focuses on the 
opportunities of teleconsultation for further integration of primary care and specialist 
palliative care. In the eighteen studied cases, two types of collaboration were found: 
a) multidisciplinary team care (17 of 18 cases) in which a specialist palliative care team 
(SPCT) clinician and a primary care physician (PCP) both have private conversations 
with the patient, after which back stage consultations between the PCP and the SPCT 
clinician are deployed to attune care actions, and b) interdisciplinary, tripartite real-time 
team care (1 case) in which the PCP visits the patient at home during teleconsultations 
between patient and SPCT clinician(s). The introduction of teleconsultation (technology) 
urged the professionals involved to redefine their responsibilities. Some primary care 
physicians expressed a need for discussions with specialists about complex problems 
in palliative care at home. Others only saw advantages for patients in need of control. 
A mutual commitment to immediate and accurate back stage communication at least 
improved multidisciplinary team care. In tripartite teleconsultations the mutual respon-
siveness only increased. Professionals, however, experienced loss of control in three-
way conversations. Accurate back stage communication thus became equally essential 
in interdisciplinary care to align team care. Never mind good interprofessional com-
munication, hospital-based SPCT clinicians still had to take treatment responsibility 
for patients at home if these patients leaned more towards an SPCT than towards 
their PCP. 
Teleconsultation created a “proliferation of ways of seeing palliative care at home” that, 
in case participants adopt a respectful and modest attitude, led to a mutual under-
standing of and trust in each other’s work. However, in the more ‘high-pressure’ 
tripartite teleconsultations it appeared more difficult to openly express critical feed-
back, as this would erode patient trust.
Chapter 6 sets out to explore the potential fit of telemedicine technologies and services 
for palliative care in developing countries where poverty, limited access to health care, 
long distance travelling, and different perspectives on good dying and death make up 
for a different care context. Inspired by research questions a) ‘How do Nigerian health 
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care professionals working in the field of palliative care define good dying and/or a 
good death?’ and b) ‘How would telemedicine technologies and services fit the palliative 
care practice as described by the Nigerian health care professionals,’ a qualitative study 
was performed in collaboration with the Centre for Palliative Care Nigeria (CPCN, 
Ibadan) that included focus groups, unstructured interviews, and observations during 
field visits. Consistent with other literature on good dying and good death-concepts in 
sub-Saharan Africa, a good death in Nigeria is a death that completes the individual 
life and comes naturally at an old age. A good death includes fulfillment of a spiritual 
or religious life. The Nigerian population, however, regularly considered palliative 
care to be incompatible with religious or traditional beliefs. Home is the preferred place 
of death, because home is suffused with personal and social history, and because hospi-
tal care is often too expensive. Nigerian patients usually have to pay a fee for services 
and therefore require extensive financial support from their families. Due to a lack of 
education seriously ill patients still suffer from social stigma in Nigeria, which makes 
the acceptance of illness and preparation for death not obvious. In this particular 
Nigerian care context, only a ‘lite’ tele-educational scenario appeared viable, building 
on non-synchronous digital communication (as a lack of bandwidth and lack of stable 
electricity supply complicate electronic communication) between specialist palliative 
care centers and community health care providers. Such a platform provides the neces-
sary educational activities with reasonable costs, low threshold technology and could 
potentially be expanded towards a full, interactive version (including teleconsulta-
tion) when the technology and network coverage allow for this. 
Chapter 7 is the result of an ethical analysis, starting from the work of the French 
philosopher Levinas on suffering, that aims to clarify if and how the suffering of a 
patient can be understood and acknowledged by health care professionals in and 
through technologically mediated communication. Suffering that seriously ill patients 
experience takes many forms, but they all share an all-encompassing nature: every 
form of suffering causes patients to be absorbed by their wounded body or mind, which 
hinders subjectivity and involvement in everyday life. The suffering of patients con-
fronts health care professionals through the Face, wherein Levinas’ capital ‘F’ empha-
sizes the original frankness and extreme vulnerability of patients that disrupts the 
work of medical professionals and demands humility. The Face urges health care pro-
fessionals to surpass their professional ability to appropriate and objectify a patient’s 
suffering in words and work, and instead openly and unconditionally engage with 
this patient. Such openness ‘well-comes’ the patient: it enables proximity, non-specified 
caresses, and a wandering in patients’ stories. Teleconsultation technology stimulates 
an intense hyper-focus towards the face of the conversation partner. This intensity of 
the orientation toward the other is a precondition for the patient to emerge as a Face. 
The technology thus contributes to the patient appearing as an Other, but the tech-
nology’s ambivalent nature equally enables the reduction of another’s face into a 
smaller, two-dimensional object that can be placed next to other objects. Secondly, 
teleconsultation technology not only invites people to talk to one another, but it also 
facilitates an implicit Saying: an unfocused and open wandering through each other’s 
questions and stories that lays the foundation for a proximity in which the deepest 
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and most intimate thoughts can be shared. Interestingly, sitting with patients in silence 
did not fit into the technology’s continuous invitation for hyper-focus and chatter. 
Finally, the physical distance created by communication technology supports openness 
as it complicates physical apprehension; it keeps the physical medical world apart from 
the privacy of the home, thereby protecting patients from the possibly superfluous 
presence of health care professionals and far-reaching medicalization. Chapter 7 makes 
a reasonable case that human suffering can be recognized, acknowledged, and, pro-
vided that patients allow for it, approached via digital communication channels in 
medical communicative practices.
Finally, Chapter 8 provides a general conclusion and discussion. In addition to Chapter 
4 (Figure 2, p.81) and Chapter 5 (Table 4, p.102), Chapter 8 offers an overview of the 
preconditions for creating a well-functioning palliative care teleconsultation practice 
(Figure 1, p.143). The general conclusion is that teleconsultation contributes, if well 
applied, to integrated palliative care that focuses on seriously ill patients being able 
to live the last phase of their lives in their own homes. Teleconsultation is not a night-
mare in which care is cold and rationalized, but a warm and often intimate form of 
care. A life at home with acceptable quality of life is a focus of the Dutch govern-
ment’s current health care policy. Pro-active interdisciplinary teleconsultation, which 
preferably already starts during the curative treatment phase, could facilitate smooth 
transitions between hospital and homecare and better preparation by PCPs. It could 
also contribute to the maintenance of patient-PCP relationships without patients 
having to give up the specialist knowledge they grew accustomed to. The following 
advice for clinical practice was formulated:
1. Teleconsultation works best when offered to patients who a) require a gradual trans-
fer from high-technological care settings to the home, b) have a desire to maintain 
autonomy and control, c) are in need of specialist palliative care treatment and 
support. 
2. During teleconsultations, professionals do good by adapting a humble and open 
attitude. Such an attitude contributes to establishing a virtual proximity in which 
the patients and their stories can be ‘well-comed’. 
3. To prevent patients experience being looked at, betrayed, and/or deprived of their 
privacy, teleconsultations/the virtual proximity has to be protected from the intru-
sion of unannounced others.
4. Teleconsultation devices should be as transparent as possible; they have to be mobile, 
light, and they have to blend perfectly within the household.
5. Professionals have to learn how teleconsultation technology encodes and decodes 
(visual) information in order to be able to critically assess the presented images. 
6. Including proxies into the teleconsultations is desirable, although it is hard to take 
individuals aside during teleconsultations. 
7. Professional technological support has to be available to make teleconsultation 
reliable and sustainable.
8. Patients should experience that they are working with a flexible “pool of profes-
sionals”, which nevertheless appears as a cohesive team with a shared perspective 
on treatment and support.
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9. Multidisciplinary team care by means of teleconsultation requires strong commit-
ment and investment in back stage communication. Interdisciplinary team care 
requires finding a form of communication in which all participants, but especially 
the patient, feel welcome to express their thoughts. Whereas multidisciplinary team 
care offers more opportunities for private conversations with patients, it also pro-
vides more opportunities for (virtual) proximity between conversation partners. 
An interdisciplinary team care approach demands more assertiveness and out-
spokenness to get to the best, direct interprofessional attunement and decision 
making possible.
10. Back stage work must be structured and standardized and, if possible, supported 
by the appropriate technology.
11. Interdisciplinary care requires strict agenda management.
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samenvatting

Samenvatting
Dit proefschrift gaat over teleconsultatie, in dit boek gedefinieerd als een consultatie-
praktijk waarin drie hoofdrolspelers met elkaar verbonden worden door tablet com-
puter technologie (de iPad) of een samenstelling van verschillende computertechnolo-
gieën (een PC, webcam en microfoon): 1) een thuisverblijvende, ernstig zieke patiënt 
die zich in de laatste fase van zijn/haar leven bevindt, 2) zijn/haar huisarts(en) en 3) aan 
een ziekenhuis verbonden palliatieve zorg specialisten. Deze teleconsultatiepraktijk 
omvat twee diensten: a) een ‘telemedicine’-dienst die het mogelijk maakt voor huis-
artsen en palliatieve zorg specialisten om elkaar te consulteren over palliatieve behan-
delingen en zorg (maar wel in de aanwezigheid van patiënten) en 2) een ‘telezorg’-
dienst waarin een palliatieve zorg specialist uit het ziekenhuis aan een thuisverblijvende 
patiënt zorg op afstand biedt.
Bovengenoemde teleconsultatiepraktijk was onderwerp van een empirisch-ethische 
studie. Het empirische deel van deze studie betrof een naturalistisch onderzoek naar de 
complexe teleconsultatiepraktijk in de palliatieve (thuis)zorg. Zo’n naturalistische 
benadering is het meest geschikt gebleken om zo’n complexe praktijk in ontwikkeling 
te onderzoeken. Met een naturalistische benadering vang je de verschillende relevante 
perspectieven (van patiënten, naasten en zorgverleners) en acties, net als de voort-
durende pogingen van de deelnemers om met behulp van moderne communicatie-
technologieën de palliatieve zorg vorm te geven en te verfijnen. Verschillende kwalita-
tieve onderzoeksmethoden (kwalitatieve interviews; observaties) werden ingezet om 
de deelnemers te volgen tijdens hun laatste levensfase en hun ervaringen, verhalen en 
praktische kennis te registreren. Het ethische deel van de studie omvatte een reflectie 
op de niet-neutrale positie van de teleconsultatietechnologieën (TCT) in de verschil-
lende omgevingen (huis; ziekenhuis) en in verschillende (werk)routines. Technologieën 
veranderen percepties van mensen op de hun omringende wereld, waarmee het hen, 
hoe subtiel ook, dwingt om anders te denken en te doen. Dit schema van potentiële 
veranderingen dat iedere nieuwe technologie met zich meebrengt vraagt om ethische 
reflectie: wanneer iemand weet hoe een technologie de situatie, praktische mogelijk-
heden en kennis bemiddeld, mag er van dit individu ook worden verwacht dat hij/zij 
nadenkt wat er met deze technologie gedaan zou moeten worden.
Het hoofddoel van dit proefschrift was om 1) de bemiddeling van relaties tussen thuis-
verblijvende patiënten, huisartsen en aan een ziekenhuis verbonden palliatieve zorg 
specialisten door synchrone, audiovisuele, (twee)wekelijkse consultatie empirisch te 
onderzoeken en b) een ethische reflectie naar de gepastheid van teleconsultatie in 
palliatieve zorg praktijken aan huis en in het ziekenhuis uit te voeren.
Dit proefschrift volgt de volgende structuur:
Hoofdstuk 1 geeft een algemene inleiding. Hoofdstuk 2 presenteert een eerste empirische 
studie naar de vooronderstellingen van de aan een ziekenhuis verbonden palliatieve 
zorg specialisten over de potentie van teleconsultatie voor hun dagelijkse praktijk, 
alsmede hun wensen met betrekking tot eventueel toekomstig gebruik. Hoofdstuk 3 is 
een literatuurstudie naar communicatiepatronen tussen patiënt en professional in de 
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palliatieve zorg. Hoofdstuk 4 behandelt een tweede empirische studie naar de impact 
van teleconsultatie op de relaties tussen thuisverblijvende patiënten die palliatieve 
zorg behoeven en in het ziekenhuis gestationeerde palliatieve zorg specialisten. 
Hoofdstuk 5 bespreekt een tweede onderdeel van deze empirische studie vanuit de 
vragen of en hoe teleconsultatie geïntegreerde palliatieve zorg aan huis ondersteunt. 
Hoofdstuk 6 draait om een derde empirische studie waarin de potentiële gepastheid 
van palliatieve zorg-teleconsultatie in sub-Sahara Afrika (Nigeria) wordt onderzocht. 
Hoofdstuk 7 is een ethische studie naar de bemiddeling van menselijk lijden door tele-
consultatietechnologieën. Tot slot worden in hoofdstuk 8 conclusies en een algemene 
discussie gepresenteerd. 
Hoofdstuk 1 biedt een introductie in de Nederlandse praktijk van de palliatieve zorg en 
in de potentiële rol van teleconsultatie in deze praktijk. Tegen de achtergrond van een 
vergrijzende Nederlandse bevolking en, als gevolg daarvan, een toename van chronisch 
zieken en niet-acuut overlijden, wordt teleconsultatie beschouwd als een mogelijke 
oplossing om specialistische palliatieve en terminale zorg bij thuisverblijvende patiën-
ten en hun lokale zorgverleners te krijgen. Eerdere literatuur suggereert dat telecon-
sultatie multidisciplinaire palliatieve zorg van hoge kwaliteit genereert, zorgrelaties 
intensiveert, patiënten geruststelling biedt en thuis sterven meer mogelijk maakt. 
Teleconsultatie zou ook professionele en klinische integratie mogelijk maken tussen 
zorgverleners uit de eerste lijn en gespecialiseerde palliatieve zorg teams, normaal-
gesproken gevestigd op uiteenlopende locaties. De verwachting is dat wanneer inter-
professionele ondersteuning en educatie floreren dankzij meer geïntegreerde zorg, 
patiënten ook kunnen beschikken over een breder en meer flexibel aanbod van goed 
geïnformeerde en op elkaar afgestemde professionals. 
Het doel van de empirische studie in hoofdstuk 2 was om de expliciete en impliciete 
verwijzingen naar socio-culturele patronen en specifieke omgevingen van de Neder-
landse praktijk van de palliatieve zorg (aan huis) te beschrijven die mede de implemen-
tatie van teleconsultatie vormgeven. Een expertmeeting en twee semigestructureerde 
interviews met verschillende professionals uit een in het ziekenhuis gevestigd expertise 
centrum voor palliatieve zorg werden uitgevoerd. Doel was om de oorspronkelijke voor-
onderstellingen van de respondenten over de bemiddelende positie van teleconsultatie-
technologieën in de bestaande zorgverlening naar boven te halen, alsmede de wensen 
van deze respondenten voor het definitieve design en functie van de teleconsultatie. 
De deelnemers verwachtten dat teleconsultatie de verbondenheid met hun patiënten 
zou aantasten, de fysieke nabijheid noodzakelijk voor een complete diagnose zou com-
pliceren en de mogelijkheden om “echt contact” met de persoon achter de patiënt te 
maken zou beperken. Deelnemers vreesden bovendien dat professionals de beelden 
‘blind’ zouden gaan volgen, wat zou leiden tot incomplete en dus gevaarlijke diagnosen. 
Deelnemers voorzagen tegelijk ook dat teleconsultatie de handige mogelijkheid zou 
bieden om mensen digitaal thuis te bezoeken en te monitoren, en hen extra, op zich-
zelf al helende aandacht te kunnen schenken. Bovendien zouden patiënten dankzij de 
laagdrempelige, digitale toegang tot professionals meer mogelijkheden krijgen om 
centrale spelers te zijn in hun eigen zorg. Dergelijke laagdrempelige toegang zou wel 
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het Nederlandse transmurale zorgmodel verstoren en mogelijk ook het vermogen van 
patiënten om om te kunnen gaan met hun ziekte(n). Het verstoren van het zorgmodel 
zou leiden tot een grijs gebied waarbinnen professionele verantwoordelijkheden niet 
langer duidelijk zijn en waar de tijd voor een afgewogen beslissing over behandeling 
of zorg beperkt is. 
De aan het ziekenhuis verbonden specialisten veronderstelden een vergaande verweven-
heid tussen hun lichamelijkheid en teleconsultatietechnologieën: de technologieën 
stellen professionals in staat hun blik op de patiënt te verruimen (tot ver in het huis 
van de patiënt) en daarmee ook de aandacht voor de patiënt. Dat zal echter ten koste 
gaan van fysieke nabijheid. Ten tweede, meenden de specialisten dat een hermeneu-
tiek noodzakelijk is voor nauwkeurige interpretaties van de teleconsultatiebeelden. 
Ten derde dichtten de specialisten teleconsultatie de capaciteit toe om zorgculturen 
te transformeren, omdat het eerder gescheiden zorgdomeinen met elkaar in contact 
brengt, mogelijk ook laat botsen en daarmee rollen en verantwoordelijkheden doet 
wankelen. 
De literatuurstudie in hoofdstuk 3 werpt de vragen op welke algemene communicatie-
patronen onderscheiden kunnen worden in de praktijk van de palliatieve zorg en hoe 
de opkomende telezorgtechnologieën bij deze patronen passen. Op basis van een syn-
these van de literatuur werden twee communicatiegenres onderscheiden die binnen 
de palliatieve zorg dominant zijn in de communicatie tussen patiënt en professional. 
Met behulp van het gesprek ter verbinding trachten professionals een relatie met hun 
patiënt te creëren en te onderhouden. In dit genre staat het opbouwen van een goede 
verstandhouding, het afgestemd zijn op elkaars praktische contexten en het garande-
ren van continuïteit van zorg centraal. Het gesprek ter verbinding vereist dat de pro-
fessional de patiënt als mens herkent, langdurig engagement toont, betrokken is op 
het patiëntenperspectief en in een continue stroom van informatie voorziet. Van een 
professional wordt ook verwacht dat hij goede manieren heeft en empathisch en flexi-
bel is, wat zou moeten resulteren in uitgebreid de tijd nemen voor een patiënt en een 
zoeken naar passende woorden om het gesprek te beginnen. Het waarheidsgesprek wordt 
gebruikt wanneer patiënten en naasten lijden onder de onzekerheid die aan ernstig 
ziek-zijn verbonden is en er dus noodzaak is voor patiëntgerichte communicatie over 
het verloop van de ziekte. Dit gesprek heeft begrip en goed geïnformeerde keuzes van 
patiënten tot doel. Professionals moeten daarbij balanceren tussen volledige openheid 
over de naderende dood en het in stand houden van een (realistische) hoop bij ernstig 
zieke mensen. Dit vraagt om een professionele houding waarin professionals niet worden 
overweldigd door medelijden, maar voorzichtig op zoek gaan naar de juiste woorden en 
thema’s. Metacommunicatie, een positieve toon, het gebruik van analogieën en meta-
foren en het vermijden van medisch-technisch jargon zijn veelgenoemde hulpmiddelen 
om die voorzichtigheid gestalte te geven.
Vier elementen uit deze genres zijn in het bijzonder relevant voor de toekomstige 
telezorgpraktijken in de palliatieve zorg: 1) communicatie van aangezicht tot aange-
zicht is dominant in de palliatieve zorg, omdat het past bij het normatieve idee dat men 
lijdende, kwetsbare patiënten fysiek bij moet staan, 2) het creëren en onderhouden van 
langdurige vertrouwensrelaties met patiënten en naasten zou wel eens gemakkelijker 
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kunnen worden dankzij de mogelijkheden binnen de telezorg om patiënten en naasten 
te bereiken zonder gebonden te zijn aan de beperkingen van plaats of tijd, 3) zullen 
communicatietechnologieën genoeg emotionele verbondenheid genereren om pijn-
lijke waarheden over afstand met elkaar te delen?, 4) zullen telezorgtechnologieën 
mogelijkheden bieden voor een dialoog tussen patiënt en professional?
De resultaten van een uitgebreide kwalitatieve studie naar het ontwerpen en implemen-
teren van een teleconsultatieservice die thuisverblijvende patiënten die palliatieve 
zorg behoeven en hun naasten verbindt met huisartsen en in het ziekenhuis gestatio-
neerde palliatieve zorg specialisten worden gepresenteerd in hoofdstuk 4 en 5. Lang-
durige observaties en semigestructureerde en open interviews stonden centraal in deze 
kwalitatieve studie met 18 patiënten. Hoofdstuk 4 focust op de impact van teleconsul-
tatie technologieën op de relaties tussen thuisverblijvende patiënten die palliatieve 
zorg behoeven en de in het ziekenhuis gestationeerde palliatieve zorg specialisten. 
Drie kerninzichten kwamen uit de empirische data naar voren: a) teleconsultatietech-
nologieën helpen institutionele grenzen te overstijgen (transcendentie), b) teleconsulta-
tietechnologieën definiëren transparantie en c) teleconsultatietechnologieën maken 
getechnologiseerde, intieme zorgrelaties mogelijk. TCT maken geografische afstanden min-
der relevant en maken specialistische palliatieve zorg aan huis mogelijk. Een patiënt 
ervaart thuis meer comfort en controle. 
Het audiovisuele communicatieraamwerk dat TCT hun gebruikers opleggen nodigt uit 
tot toegespitste aandacht en een exclusieve digitale verbondenheid tussen gespreks-
partners. Zo’n exclusieve digitale verbondenheid bleek echter wel kwetsbaar voor 
onaangekondigde inmenging van derden in het gesprek, wat doorgaans werd ervaren 
als een inbreuk op de privacy. Ten tweede moeten TCT (PC of tablet computer) over de 
kwaliteit van transparantie beschikken om in de levens van verzwakte, vaak aan bed 
gekluisterde patiënten te passen. De gebruikte technologie (de PC in het bijzonder) 
herinnerde sommige patiënten met hun aanwezigheid aan de naderende dood. Opti-
male transparantie is ook noodzakelijk voor professionals om diagnose(s) te kunnen 
stellen: in de praktijk bleken TCT alleen generieke trends in beelden te kunnen vangen 
en ontbraken de kleine maar voor de diagnose essentiële details. De deelnemende 
professionals ervoeren ook een gebrek aan transparantie in hun gemis van fysieke 
nabijheid: ze voelden zich geremd in het aankaarten van pijnlijke waarheden en emo-
tionele onderwerpen, omdat ze meenden niet voldoende nabij te zijn. In tegenstelling 
tot hun patiënten, die in de door de technologie gecreëerde afstand de vrijheid vonden 
om hun hart te luchten, hun eigen rollen te definiëren en hun eigen zorg mee vorm te 
geven. TCT, tot slot, maakten getechnologiseerde patiënt-professional relaties mogelijk 
waarin een gezamenlijke medische en inter-persoonlijke geschiedenis kon worden 
opgebouwd. Zo’n gezamenlijke geschiedenis leidde tot intieme betrokkenheid, ver-
trouwen en op de persoon afgestemde zorg. In zulke relaties voelden patiënten zich 
vrij om zich bloot te geven en ervoeren zij een gevoel van veiligheid en verlichting. 
Hoofdstuk 5 richt zich op de mogelijkheden die teleconsultatie biedt ten behoeve van 
verdere integratie van palliatieve zorg in de eerste lijn en specialistische palliatieve 
zorg. In de 18 bestudeerde casus werden twee types van samenwerking aangetroffen: 
a) multidisciplinaire teamzorg (in 17 van de 18 casus) waarin een clinicus van het specia-
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listisch palliatieve zorg team (SPZT) en een huisarts ieder hun eigen privéconversaties 
met de patiënt voeren, waarna ‘back stage’ consultaties tussen de huisarts en de 
clinicus worden ingezet om zorgacties op elkaar af te stemmen, en b) interdisciplinaire, 
direct met drie partijen afgestemde teamzorg (1 casus) waarin de huisarts bij de patiënt 
thuis aanschuift tijdens de teleconsultaties tussen de patiënt en de SPZT clinici. De 
introductie van teleconsultatie(technologieën) dwong de betrokken professionals om 
hun verantwoordelijkheden te herdefiniëren. Sommige huisartsen spraken over hun 
behoefte aan gespecialiseerde discussiepartners met wie overlegd kan worden over 
complexe problemen in de palliatieve zorg aan huis. Anderen zagen alleen voordelen 
voor de controlebehoeftige patiënt. De ervaring van een wederzijdse verplichting tot 
directe en accurate back stage communicatie verbeterde in ieder geval de multidisci-
plinaire zorg. Dankzij de intensiteit van de drieweg teleconsultaties nam de responsi-
viteit nog verder toe. Professionals ervoeren echter wel dat zij in drieweg-gesprekken 
een deel van de controle over het gesprek verloren. Accurate back stage communicatie 
was dus ook bij interdisciplinaire teamzorg essentieel om de zorg nauwkeurig af te 
stemmen. Ondanks goede inter-professionele communicatie was het nog steeds moge-
lijk dat de in het ziekenhuis gevestigde SPZT clinicus zich gedwongen zag behandelings-
verantwoordelijkheid te nemen voor thuisverblijvende patiënten, wanneer de laatsten 
meer naar een SPZT neigden dan naar hun huisarts.
Teleconsultatie creëerde een “vermenigvuldiging van zienswijzen op palliatieve zorg 
aan huis” die, als de gebruikers zich bedienden van een respectvolle en bescheiden 
attitude, leidde tot wederzijds begrip van en vertrouwen in elkaars werk. In de meer 
open en confronterende drieweg-teleconsultaties bleek het echter moeilijker om elkaar 
openlijk kritische feedback te geven, omdat dat het vertrouwen van de patiënt zou 
schaden. 
Hoofdstuk 6 is een exploratie van de mogelijke gepastheid van telemedicinetechnolo-
gieën en diensten voor palliatieve zorg in ontwikkelingslanden waar armoede, beperkte 
toegang tot gezondheidszorg, lange afstanden en andere perspectieven op goed sterven 
en een goede dood een andere zorgcontext creëren. Ingegeven door de onderzoeks-
vragen a) ‘Hoe definiëren Nigeriaanse zorgprofessionals, werkzaam in het veld van de 
palliatieve zorg, goed sterven en/of een goede dood?’ en b) ‘Hoe zouden telemedicine 
technologieën en diensten passen in de palliatieve zorgpraktijk zoals beschreven door 
bovengenoemde Nigeriaanse zorgprofessionals?’, werd in samenwerking met het Centre 
for Palliative Care Nigeria (CPCN, Ibadan) een kwalitatieve studie gestart. Deze studie 
omvat focusgroepen, ongestructureerde interviews en observaties tijdens bezoeken 
in het veld. Overeenkomstig beschikbare literatuur over goed sterven en concepten van 
de goede dood in sub-Sahara Afrika werd een goede dood in Nigeria gedefinieerd als 
een dood die het individuele leven compleet maakt en op een natuurlijke wijze komt 
op hoge leeftijd. Een goede dood is de voltooiing van een spiritueel of religieus leven. 
De Nigeriaanse populatie beschouwt palliatieve zorg echter niet altijd als compatibel 
met religieuze overtuigingen of traditioneel geloof. Thuis sterven heeft een sterke 
voorkeur, omdat het huishouden persoonlijke en sociale geschiedenis ademt, maar 
ook omdat ziekenhuiszorg vaak te duur is. Nigeriaanse patiënten moeten doorgaans 
betalen voor de zorg die ze ontvangen en meestal is extra financiële ondersteuning van 
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familie(s) nodig. Vanwege een gebrek aan educatie zien ernstig zieke mensen in Nigeria 
zich vaak geconfronteerd met sociale stigma’s, waardoor acceptatie van de ziekte en 
voor bereiding op de dood niet vanzelfsprekend zijn. In deze specifieke Nigeriaanse 
zorgcontext lijkt alleen een light-versie van telemedicine, tele-educatie, levensvatbaar. 
Deze tele-educatie berust dan op niet-synchrone, digitale communicatie (een gebrek 
aan bandbreedte en stabiele elektriciteitsvoorzieningen bemoeilijkt elektronische 
communicatie) tussen gespecialiseerde palliatieve zorgcentra en zorgverleners geves-
tigd in de gemeenschap. Een dergelijk platform voorziet in de noodzakelijke educatieve 
activiteiten tegen redelijke kosten, werkt op beschikbare technologieën en zou, in de 
toekomst, uitgebreid kunnen worden tot een volledig interactieve versie (inclusief tele-
consultatie) als zowel de technologieën als het netwerk dit toestaan. 
Hoofdstuk 7 is het resultaat van een ethische analyse die, startend vanuit het werk van 
de Franse filosoof Levinas over lijden, beoogt te verhelderen of en hoe het lijden van 
een patiënt begrepen en erkend kan worden door zorgverleners tijdens door techno-
logie bemiddelde communicatie. Het lijden dat ernstig zieke mensen ervaren kent vele 
vormen, maar allen hebben ze één kenmerk gemeen: iedere vorm van lijden maakt dat 
patiënten worden geabsorbeerd door hun gewonde lijf of gewonde geest, wat ervoor 
zorgt dat de subjectiviteit en betrokkenheid op het alledaagse leven in het geding 
komen. Het lijden van patiënten confronteert zorgprofessionals met de Aanschijn van 
deze patiënten, waarbij Levinas’ hoofdletter ‘A’ de originele openheid en extreme 
kwetsbaarheid van patiënten benadrukt die het werk van zorgprofessionals verstoort 
en om bescheidenheid vraagt. Deze Aanschijn dwingt zorgprofessionals om voorbij 
hun vaardigheden van het toe-eigenen en objectiveren van het lijden van een patiënt 
in woorden en werk te gaan, en juist open en onvoorwaardelijk betrokken te raken 
bij deze patiënt. Een dergelijke openheid ‘ver-wel-komt’ de patiënt: het maakt nabij-
heid mogelijk, ongerichte aanraking en een dwalen in de verhalen van patiënten. 
Teleconsultatietechnologieën stimuleren een intense hyperfocus op het gezicht van 
de gesprekspartner. Deze intense gerichtheid op de ander is een voorwaarde voor het 
verschijnen van de patiënt als Aanschijn. De ambivalente aard van de technologie 
maakt echter ook dat het gezicht van de gesprekspartner gereduceerd kan worden tot 
een klein, tweedimensionaal object dat gemakkelijk naast andere objecten geplaatst 
kan worden. Ten tweede nodigen de teleconsultatietechnologieën niet alleen uit tot 
monoloog, maar faciliteren zij impliciet ook een gesprek: een nog ongericht en open 
dwalen door elkaars vragen en verhalen waarin een basis wordt gelegd voor een nabij-
heid waarin de diepste en meest intieme gedachten met elkaar gedeeld kunnen worden. 
Boeiend is dat stilzwijgend bij een patiënt zijn niet past binnen de continue uitnodi-
ging tot hyperfocus en betoog inherent aan de technologieën. Tot slot compliceren 
communicatietechnologieën dankzij het in stand houden van een fysieke afstand het 
fysieke grijpen en toe-eigenen van zorgprofessionals; de fysieke medische wereld blijft 
daarmee gescheiden van het persoonlijke thuis, waarmee het patiënten beschermt 
tegen de onnodige aanwezigheid van zorgprofessionals en verreikende medicalisering. 
In hoofdstuk 7 wordt beargumenteerd dat menselijk lijden kan worden herkend en 
erkend via digitale communicatiekanalen gevoerde medische praktijken, mits patiënten 
op een verwelkomen in willen gaan. 
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Tot slot wordt in hoofdstuk 8 een algemene conclusie en discussie gepresenteerd. In 
aanvulling op hoofdstuk 4 (figuur 2, p.81) en hoofdstuk 5 (tabel 4, p.102) biedt hoofdstuk 8 
een overzicht van de voorwaarden voor een goed functionerende teleconsultatie-
praktijk voor palliatieve zorg (figuur 1, p.143). De algemene conclusie is dat telecon-
sultatie, mits ingevoerd volgens de voorwaarden, bijdraagt aan geïntegreerde pallia-
tieve zorg die zich richt op het voor ernstig zieke mensen mogelijk maken dat zij 
thuis kunnen sterven. Teleconsultatie is geen nachtmerrie waarin de zorg koud en 
rationeel is, maar een warme en vaak intieme vorm van zorg. Thuis verblijven met een 
acceptabele kwaliteit van leven is een speerpunt van het hedendaagse Nederlandse 
zorgbeleid. Proactieve, interdisciplinaire teleconsultatie, die bij voorkeur al in de 
curatieve fase start, zou vloeiender overgangen tussen ziekenhuis en thuiszorg kun-
nen faciliteren, evenals betere voorbereiding van huisartsen. Teleconsultatie kan de 
patiënt-huisarts relatie ondersteunen, juist doordat de patiënt niet direct de specialis-
tische zorg waar hij/zij aan gehecht is geraakt tijdens behandeling in het ziekenhuis 
hoeft op te geven. De volgende adviezen voor de toepassing van teleconsultatie in de 
klinische praktijk werden geformuleerd:
1. Teleconsultatie werkt optimaal wanneer zij aangeboden wordt aan patiënten die 
a) een geleidelijke overgang van een hoog-technologische zorgsetting naar thuis 
behoeven, b) hun autonomie en persoonlijke controle wensen te behouden en c) 
noodzaak hebben aan specialistische palliatieve zorg. 
2. Tijdens teleconsultaties doen professionals er goed aan om een bescheiden en open 
houding aan te nemen. Dat zal bijdragen aan het bewerkstelligen van een virtuele 
nabijheid waarin patiënten en hun verhalen worden ‘ver-wel-komd’. 
3. Teleconsultaties/de virtuele nabijheid moeten beschermd worden tegen het binnen-
dringen van onaangekondigde anderen, zodat patiënten zich niet bekeken voelen, 
verraden en/of hun privacy ontnomen.
4. Teleconsultatietechnologieën moeten zo transparant mogelijk zijn; ze moeten 
mobiel zijn en licht, en bij voorkeur verdwijnen ze tegen het interieur. 
5. Professionals moeten leren hoe teleconsultatietechnologieën (visuele) informatie 
en- en decoderen, zodat zij in staat zijn de gepresenteerde beelden kritisch te inter-
preteren.
6. Naasten betrekken in teleconsultaties is wenselijk, maar het is moeilijk om indivi-
duen apart te nemen tijdens teleconsultaties.
7. Professionele technologische ondersteuning moet beschikbaar zijn om teleconsul-
tatie betrouwbaar en duurzaam te maken.
8. Patiënten zouden moeten ervaren dat zij met een flexibele “pool van professionals” 
van doen hebben die zich niettemin presenteert als een coherent team dat werkt 
vanuit een gedeelde visie op behandeling en verdere ondersteuning. 
9. Multidisciplinaire teamzorg via teleconsultatie behoeft toewijding en investering 
in back stage communicatie van professionals. Interdisciplinaire teamzorg dwingt 
deelnemers om een vorm van communicatie te vinden waarin iedereen, maar de 
patiënt in het bijzonder, zich welkom voelen om gedachten te delen. Omdat multi-
disciplinaire teamzorg meer mogelijkheden laat voor privégesprekken, biedt het 
ook even zoveel mogelijkheden om (virtuele) nabijheid te creëren tussen gespreks-
partners. Interdisciplinaire teamzorg vereist meer assertiviteit en uitgesprokenheid 
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om tot de beste en meest directe inter-professionele afstemming en besluitvorming 
te komen.
10. Back stage werk moet gestructureerd en gestandaardiseerd worden en, indien moge-
lijk, ondersteund worden met de juiste technologie (een vorm van EPD).
11. Interdisciplinaire teamzorg vereist strikt agenda management.
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Dankwoord/Words of gratitude
Niet alleen het onderwerp van dit proefschrift leende zich goed voor een kwalitatieve 
case study, ook het promotietraject zelf was een intensieve en memorabele casus. En 
één grote participerende observatie. Daarom, heel wetenschappelijk verantwoord, hier-
onder een analyse.
Plaats
Hoe bijzonder is het om door achttien erg zieke mensen en hun partners, kinderen en 
familieleden thuis welkom te worden geheten. Ik koester grote bewondering en dank-
baarheid voor de manier waarop en het geduld waarmee u mij heeft ontvangen en al 
mijn soms lastige vragen heeft beantwoord. En het geduld dat u voor de techniek en onze 
service hebt weten op te brengen. Met enkelen van u heb ik lang en intensief mogen 
optrekken en dat heeft mij dingen geleerd die ver voorbij dit proefschrift gaan. Over 
liefde, licht vangen in een schilderij, over leven dat zich terugtrekt in de mist, oud 
worden en van je kinderen houden, om er maar een paar te noemen. Met grote regel-
maat en met heel veel genegenheid denk ik terug aan de tijd die we samen hebben 
doorgebracht en ik koester de kleine aandenkens die ik van velen van u heb.
Dé plaats van mijn promotietraject was toch wel het, bijna wijlen, ‘Omloopje’. Eerst 
hadden wij promovendi daar het rijk alleen. Met Hollandse schlagers en intellectuele 
discussies (of oraties) verdreven we stank, stof en striemend koude luchtstromen. 
Hartelijk dank Manus, (Tweede) Hans, Yvonne B, Marianne, Nienke! Toen de buitenhoek 
werd opgeheven verloren we ons vrijbuiternest (en dat was misschien maar goed ook), 
maar kregen er geweldige collegialiteit voor terug: de dames van de aangrenzende 
partyroom, senioren, nieuwe collega’s (Diana, Ria, Marlieke, Anne) en Monique als 
waakhond en moederkloek. Godzijdank hebben ‘ze’ ingezien dat zo’n bijzondere club 
mensen een plek op stand verdient.
Objects
I’ve got two Nigerian artifacts, one on my desk and the other on the wall, that constantly 
remind me of a very memorable trip to Africa. My first, and hopefully not the last. 
I would like to thank Professor Olaitan Soyannwo, doctor Kehinde Obembe-Odebunmi, 
Mr. Simpa Dania, and everybody from the UCH Palliative Care Centre (Ibadan) for your 
warm welcome and your continuous efforts to help us understand what is going on in 
Nigeria and in Nigerian health care. I sincerely hope we can help each other even more 
in the nearby future. 
Act
“Goedemorgen, collega.” Het was nog net geen “amice”, maar de doktersact moest nog 
wel wat slijten. Wat ben ik blij dat na enige doorloop op het telemedicine-project jij, 
dokter Hoek, bij ons bent aangesloten. Behalve dat jij gewoon stoïcijns met je zwarte 
mapje aan het werk ging en de weg in het ziekenhuis schijnbaar moeiteloos leek te 
vinden, heb je vanuit je doktersperspectief ook onze discussies aangescherpt. Discussies 
waarvan we in beide projecten onze vruchten plukken. Dat je het filosofisch-levensbe-
schouwelijk gesprek (ik noem in deze context ook graag Godfried Bomans) en de zoete 
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etenswaar niet schuwt maakt dat we nogal wat uurtjes zijn kwijtgeraakt aan gesprek-
ken over het aardse en het transcendentale onder het genot van een kopje koffie plus. 
Ik heb van je gezelschap genoten en hoop dat nog vele jaren te kunnen doen. 
Activiteit(en)
Het maandelijks ritueel van het promotieoverleg heeft me wel eens hoofdbrekens 
gekost, maar nooit heb ik getwijfeld aan de oprechte intenties van zijn deelnemers. 
In willekeurige volgorde wil ik dan ook de loftrompet steken over Martine van Selm, 
die me aanmoedigde in dit project betrokken te raken, het vertrouwen nooit is verloren 
en die met me op de bres ging voor kwalitatief onderzoek en altijd (maar dan ook echt 
altijd) elke deadline en afspraak is nagekomen. 
Over Jeroen Hasselaar, die de vrije hand gaf maar toch prettig hands on was in dit project 
en die me leerde bewegen in de medisch-academische wereld. De herinneringen aan 
onze trip naar Nigeria, incluis kerkbezoek, toveren nog een glimlach op mijn lippen. 
Over Evert van Leeuwen, die me heeft geholpen om mijn (niet altijd) filosofische 
gedachten enigszins te kanaliseren maar tegelijk toch ook alle ruimte gaf, en die zich 
altijd hard heeft gemaakt voor dat laatste ethiek-artikel (en me daarmee een medische 
ethisch ‘smoel’ heeft gegeven). 
En over Kris Vissers, die me gepassioneerd introduceerde in de praktijk van de pallia-
tieve zorg en altijd heeft open gestaan voor de soms onwetende buitenstaander-blik 
van een niet-medicus. 
Dankzij jullie was het promotieoverleg een bruisende, multidisciplinaire discussie 
over teksten, tekeningen, modellen en gedachtespinsels, waar ik ook altijd oprechte 
interesse heb gevoeld voor mijn welzijn (na bijvoorbeeld een ‘rejection’) en het wel-
zijn van de andere leden in onze groep. 
Event(s)
De geboorte van eerst Norah en toen Robin, mijn allerliefste dochters, waren twee 
absolute life changing events. Dacht ik eerder niet met minder dan acht uur slaap toe 
te kunnen, nu kon ik ineens ook werken met slaapgebrek. Bovendien dwongen jullie 
me prioriteiten te stellen en te plannen, zodat ik jullie glimlachjes en gekwebbel de 
aandacht kon schenken die ze absoluut verdienen. Dit is ook de plek om mijn ouders 
(Henk en Anne-Marie), schoonouders (Cees en Wilma) en bijbehorende gezinnen 
(Willem, Janneke, Yfke, Martijn en de kleintjes) te bedanken voor al jullie begrip, 
ondersteuning en het sporadische medelijden als ik weer eens moest schrijven. Jullie 
hebben het me veel en veel makkelijker gemaakt. 
Tijd
Ardennen-crew en Oelbertanum salutem, mijn dierbaarste vrienden. Beide ‘afdelin-
gen’ aan mijn zijde tijdens de verdediging van dit proefschrift. Jullie scheppen er al 
jaren een sarcastisch genoegen in om mij te pakken op een van mijn vele voorspel-
lingen die, stom ook, vaak een einddatum bevatten. Maar gedurende dit traject waren 
jullie toch erg terughoudend, waarvoor veel dank! Als geen ander kennen jullie mijn 
wispelturigheid, mijn wensen en dromen, en ik prijs me gelukkig met zoveel geduld 
en aanmoediging van jullie kant. Vanaf januari alle tijd!
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Dan was er ook nog ‘vrije’ tijd, die voornamelijk op gegaan is aan vier seizoenen dames-
volleybal bij VoCASA. Hoewel niet altijd zo ontspannend als ik het graag gewild had, 
heb ik vier fantastische jaren gehad. Ik denk met het grootste plezier terug aan onze 
interactie, de kick van het winnen en de saamhorigheid. Had natuurlijk nooit gekund 
zonder jou Knollie, partner in crime en zen-master.
Actoren
Dit project was niet mogelijk geweest zonder de medewerking van de huisartsen van 
de achttien deelnemers en, natuurlijk, de medewerking van het palliatief team in het 
Radboudumc. Voor de laatsten: jullie hebben bij vlagen afgezien, want professionele 
zorg en teleconsultatietechnologieën gingen niet altijd hand-in-hand, maar toch bleven 
jullie investeren in verbetering van onze teleconsultatie service. Mijn bijzondere dank 
gaat uit naar de mensen van het eerste uur van dit project: Stans, Jeroen F, Marieke, 
Henny, José, Nicole en Ria.
Doel
Toen het einde in zicht begon te raken, zo vlak voor de zomer, hebben velen van jullie 
zich wat extra voor mij en mijn gezinnetje ingespannen. Dank aan medepromovendi 
Niki, Bas, Brigitte en Sten voor het mede-lijden en de gezellige afleiding. En nogmaals 
dank voor Hans: dat schrijfweekje in jouw buitenverblijf was echt top.
Gevoelens
Fem! Liefde van mijn leven. Elke keer verbaas ik me weer hoe wij ons samen door het 
leven bewegen. Beter gezegd: hoe de één meebeweegt in het leven van de ander, en 
vice versa. Eerlijk toegegeven: de laatste anderhalf jaar heb je veel mee moeten buigen, 
maar je barstte nooit. Ik houd van je om je oprechte en ongecompliceerde liefde voor 
mij en je gezin, en je openheid voor mijn avonturen. In dit project heb ik de waarde 
van samen oud worden met eigen ogen gezien en ik hoop dan ook met ziel en zalig-
heid dat jij en ik samen heel oud mogen worden.
Rest mij nog één gevoel met jullie te delen: hoera, het is klaar!
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Curriculum vitae
Jelle (Ludovicus Petrus) van Gurp was born in Breda, the Netherlands, on March 31 
1980. He has always been interested in studying and observing social dynamics, but 
for a while he got distracted by natural sciences. After graduating from pre-university 
education (Sint-Oelbert Gymnasium, Oosterhout, 1998), he started with Architecture 
Studies (Fontys, University of Applied Sciences, Tilburg). In the second year, after having 
obtained his propadeutics in the first year, he decided to drop out and make a restart in 
Nijmegen. In 2000, he started with Communication Science at the Radboud University. 
In the last years of this study (2003-2005), he started to follow Philosophy courses as an 
enthusiastic lecturer had aroused his interest. In the meantime, he played professional 
volleyball at the highest level in the Netherlands, practicing five days a week and playing 
games in the weekends.
During his study in Communication Science, Jelle acquired a strong taste for qualitative 
research, which was stimulated by professor Fred Wester. Under the latter’s supervision, 
he wrote a master thesis on the European identity in a transnational public sphere. In 
possession of his MSc (2005, bene meritum) and having quit with professional volley-
ball activities, two paths opened up: he aspired to finish his Philosophy studies and to 
work, at the same time, as a junior lecturer at the Communication Science-section. After 
finishing his Philosophy degree in 2009 with an MA-thesis at the interface between meta-
physics and social philosophy on cultural identity and the role of the other (supervision 
by dr. Gerrit Steunebrink) and a few years of teaching experience, it appeared to be time 
for his next step, to keep evolving both as a scientist and a teacher.
In the fall of 2009, a colleague asked him to apply for a PhD-position on the innovative 
use of teleconsultation to improve palliative care at home for seriously ill persons in 
the last phase of their lives. This socially relevant study offered ample opportunities to 
combine naturalistic enquiry and ethics in a new and highly interesting medical setting. 
After the first years of data collection (2010-2012), his publications started to materialize 
and oral presentations were given in the US and Europe. In 2013, Jelle co-authored a 
research proposal for research on life perspectives and life values of older advanced 
cancer patients, which was granted by the Dutch Cancer Society. In the last two years, 
while writing this dissertation, Jelle worked for the department of Anesthesiology, Pain, 
and Palliative Medicine as a researcher on multiple research projects (including the 
DCS-study), supervised master students and research assistants, and started working as 
a lecturer at IQ Healthcare, Medical Ethics section. In 2014-2015, Jelle felt as if his work 
and experience had come full circle, combining his improved knowledge in science, 
ethics, and philosophy of technology with his increased experience in teaching and 
training (including being a trainer/coach of a women’s volleyball team from 2010-2015).
With the support of his wife, Femke, and two daughters, Norah (2013) and Robin (2014), 
Jelle aspires to continue his career in research and to further improve to be the most 
inspiring researcher/teacher possible. 
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1.  Van Gurp J, Ebenau A, Van der Burg S, Van Leeuwen E, Hasselaar J. Living and dying 
with incurable cancer at an older age: a qualitative study on life perspectives of aged 
patients (70 and over).
 Submitted
2.  Van Gurp J, Hasselaar J, Van Selm M, Vissers K, Van Leeuwen E. Suffering and prox-
imity in digital patient-professional communication: the ethics of ‘well-coming’.
 Submitted
3.  Van Gurp J, Soyannwo O, Odebunmi K, Dania S, Van Selm M, et al. Telemedicine’s 
Potential to Support Good Dying in Nigeria: A Qualitative Study. 2015 PLoS One; 
10(6):e0126820. (times cited: 0)
4.  Van Gurp J, Van Selm M, Van Leeuwen E, Vissers K, Hasselaar J. Teleconsultation 
for integrated palliative care at home: A qualitative study.
 Accepted for publication by Palliative Medicine
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Palliative Care Teleconsultation Facilitates Empathic Patient-Professional Relation-
ships: A Qualitative Study. 2015 PLoS One; 10(4):e0124387 (times cited: 0)
6.  Van Gurp J, Hasselaar J, Van Leeuwen E, Hoek P, Vissers K, Van Selm M. Connecting 
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7.  Van Gurp J, Van Selm M, Van Leeuwen E, Hasselaar J. Transmural palliative care by 
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Contribution to books
Hasselaar J, Van Gurp J, Duursma F, Van Selm M, Schers HJ, Van Leeuwen E, Vissers K. 
Optimization of Complex Palliative Care at Home via Teleconsultation. In Van den 
Hoven J, Doorn N, Swierstra T, Koops BJ, Romein H (eds). Responsible Innovation 1. Innovative 
Solutions for Global Issues. Dordrecht: Springer Netherlands; 2014. p. 281-291.
Original articles (Dutch)
Hoek PD, Schers HJ, Dees MK, Van Gurp JLP, Verhagen C, Hasselaar GJ, Vissers KCP. Het 
gebruik van videoconsultatie binnen de palliatieve zorg: de driehoek patiënt – eerste 
lijn – tweede lijn. 2013 BijBLIJVEN; 7: 30-36.
Oral presentations
2015 Life Values of Older Advanced Cancer Patients (70+). A Qualitative Study to Improve 
Care in the Last Phase of Life. 14th World Congress EAPC Copenhagen, Denmark 
(June)
2014 How outpatient palliative care teleconsultations allow for empathic and intimate 
caring relationships. 8th World Research Congress EAPC Lleida, Spain (June)
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2014 How outpatient palliative care teleconsultations allow for empathic and intimate 
caring relationships. 64th Annual Conference ICA Seattle, US (May)
2014 Distance Care for the Dying; Intimate Virtual Caring. 24 hrs of Communication 
Science Wageningen, Netherlands (Feb)
2013 Transmural palliative care by means of teleconsultation; Opportunities and 
barriers. 24 hrs of Communication Science Rotterdam, Netherlands (Feb)
2012 With an iPad on your deathbed. 4th National Congress of Palliative Care Lunteren, 
Netherlands (Nov)
2012 Is eHealth ethical health(care). Symposium of the Thijmgenootschap, Medical 
Section, Netherlands (Mar) 
2011 Teleconsultation in Palliative Care. Responsible Innovation Conference of The 
Netherlands Organisation for Scientific Research (NWO) The Hague, Netherlands 
(Apr)
2010 Optimization of complex palliative care via telemedicine. “Verreikend, Verrijkend” 
– conference for oncology nurses Utrecht, Netherlands (Dec)
Abstracts/posters
2014 How audiovisual teleconsultations between hospital-based palliative care spe-
cialists and outpatients challenge interdisciplinary collaborations. 8th World 
Research Congress EAPC Lleida, Spain (June)
2011 Optimization of complex palliative care at home via teleconsultation. A socio-
ethical study. 12th EAPC Congress Lisbon, Portugal (May)
2010 Optimization of complex palliative care at home via telemedicine. A socio-ethical 
study. Medicine 2.0’10 Maastricht, Netherlands (Nov)
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Appendices
Chapter 4 and 5, Appendix 1
direcT oBservATions
Based on peterson mA. Anthropology & mass communication. media and myth in the new 
millennium. 2003. new York: Berghahn Books.
1. Technology a. specific technical constraints
b. their functions within modes of production
c. their signification as material objects.
d. their signification as communication modalities. 
2. physical setting a. integration of media technologies into social space  
(i.e. living room?, hospital?)
3. Kinds of people a. how are those involved organized?
b. how are those involved stratified? 
4. Acts a. behaviors before/during/after teleconsultation
b. transitions from one activity to another  
(before/after teleconsultations)
5. patterns of interaction a. within a social setting, but also through a medium.
b. (un)acceptable behavior
6. patterns of interpretation a. articulation of teleconsultation technology assessments
7. vocabulary a. the use of (verbal) symbols
Chapter 4 and 5, Appendix 2
inTerviews wiTh pATienTs And spcT memBers
The following guideline is used to initiate a first interview with all participants. As the research 
process and dying process continued, the interviewer chose specific topics from the initial 
interview/observations for further exploration. respondents are invited to use everyday 
language and introduce topics which are important to them. in case of indistinctness, the 
interviewer uses probing questions, contrast questions and precise recapitulations to gain 
a deeper insight. 
Open questions Issues that may be explored
can you please tell me how the latest 
teleconsultation/video conversation went? 
discuss place and time (as a commodity); 
preparation for the conversation; what 
happened after the conversation; the value  
of a technical object in the room
which persons were involved in the video 
conversation?
Taking initiative (dialogue); making health 
care choices
how do you relate to these people? recognition; commitment; engagement; 
professional attitude (empathy, et cetera); 
definition of good palliative care
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which topics did you discuss with each other? Transparency about death and dying; 
establishing hope; making health care 
choices; ascertain awareness and 
understanding; transporting cultures
what did you see during the conversation? people/places; hermeneutics (truthfulness  
of images); reducing parts of the world  
(what did you miss during the conversation?); 
transporting cultures
in what ways does a teleconsultation differ  
from a face-to-face encounter with a physician  
(at home or at the hospital)?
which people kept you company during the 
conversation?
which role did they play in the conversation?
relationship between patient and proxy; 
context of care
Additional questions for members of the palliative care team
could you describe the effect that you think 
teleconsultations have on your patients and/or 
their informal carers?
Transforming transmural care
how do teleconsultations influence your 
relationship with your patients and/or their 
informal carers?
ibid
how would you define contact/relationship  
with the primary care physicians during and 
beyond teleconsultations?
ibid
in what ways does teleconsultation contribute  
or hinder your daily care for your patients?
ibid; could you please respond to the 
following proposition > teleconsultation 
contributes to further technologizing of 
palliative care
inTerviews wiTh primArY cAre phYsiciAns And informAl cAregivers
Additional questions for primary care physicians
could you describe the effect that you think 
teleconsultations have on your patients and/or 
their informal carers?
Transforming transmural care
how do teleconsultations influence your 
relationship with your patients and/or their 
informal carers?
ibid
how would you define contact/relationship  
with the members of the specialist palliative  
care team during and beyond teleconsultations?
ibid
in what ways does teleconsultation contribute  
or hinder your daily care for your patients?
ibid; could you please respond to the 
following proposition > teleconsultation 
contributes to further technologizing of 
palliative care
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For informal carers: what roles did you play in the conversation?
could you please show me ‘live’ what you do when  
preparing/using the teleconsultation technology?
A teleconsultation technology’s 
scripts
what possibilities/problems do you encounter while  
using the teleconsultation technology?
ibid
what other communication technologies do you have  
at your disposal? could you compare these to using the 
teleconsultation technology?
contrast question
when there’s room for retrospective questions:
Till now, have you done anything you wanted to do with  
the teleconsultation technology?
Till now, were there any moments when you would rather  
be rid of the teleconsultation technology?
Till now, would you say the teleconsultations have been  
of value to you (or others around you)?
relationship between 
teleconsultation and good 
palliative care
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“You want to put on a brave face, and with the 
telephone, you’re always able to deviate from  
the truth. with teleconsultation, the specialist 
palliative care team immediately sees everything.  
... it is impossible to keep up appearances, and 
somehow that is quite comforting. That they know 
immediately that you’re feeling miserable.”
– A participant
